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ABSTRACT
Exploring the Lived Experience of Decision-Making among Family Caregivers of Black Older
Adults with Advanced Chronic Illnesses
by
Theresa L. Lundy, MS, RN, FNP
Adviser: Dr. Elizabeth Capezuti
Family caregivers often make or help to make decisions for older adults, especially those
who are impaired or unable to make their own health care decisions. However, little is known
about the decision-making experience of family caregivers of Black older adults with advanced
chronic illnesses (ACI), such as heart failure or chronic pulmonary disease. Black older adults
suffer from many of the same conditions as their White counterparts, but they develop more
complications, suffer from more chronic conditions, are hospitalized more often, and die at an
earlier age. Despite a high prevalence of ACI among Black older adults, research shows that
Blacks are more inclined to prefer aggressive treatment and less inclined to discuss goals of care
or use palliative care. Family relationships are acknowledged as important in decision making
among Blacks; however, few studies examine family caregivers’ influence in decision-making
for community-dwelling older adults living with non-terminal but progressive chronic conditions
in under-resourced communities. The purpose of this phenomenological study was to explore the
lived experience of family caregivers' making health care decisions for or with Black older adults
with ACI. Max van Manen’s interpretative phenomenological approach was used as the
philosophical underpinnings of this study. Semi-structured interviews were conducted with
eleven family caregivers to understand the meaning of decision-making among participants.
Analysis and interpretation of interviews revealed three essential themes: living out
commitments with intention; making meaningful decisions situated in context; and reflecting on
iv

the past, anticipating the future. These essential themes culminated in an integrated
interpretative statement: “Living out commitments with intentions of making or helping to make
meaningful decisions that value the person, reflect past experiences, and anticipate the future.”
Keywords: older adult (age 65 and older), African American, Black, advanced chronic
illness, decision-making, family caregivers, goals of care, palliative care, phenomenology
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Chapter I
Chapter one presents background information related to family caregiving of older adults
with advanced chronic illnesses (ACI) or multiple chronic illnesses (MCI), and the role family
caregivers play in providing care and making decisions for Black/African Americans (AA) older
adults. First, the epidemiology of aging and chronic illness in the United States are discussed
with implications for family caregivers of older adults with ACI. Next, the concept of palliative
care (PC) is introduced, followed by a discussion of family caregivers’ role in health care
decision-making among older adults with ACI. Finally, decision-making and discussions of
goals of care, an essential component of PC, among Blacks are addressed.
Aging and Chronic Illnesses in the United States
As the population ages, health care needs, along with health care costs, are projected to
peak. Currently, older adults, age 65 and older, comprise 13.7% of the U.S. population and are
on pace to reach 20% by 2030 (U.S. Census, 2014). Forces driving a rapidly growing older adult
population are longer life span, improved health care technology, and aging “baby boomers”
(Institute of Medicine [IOM], 2016). By 2030, the first baby boomers will turn 85 years old and
will be among the most rapidly growing segment of the older adult population in the U.S.
(American Hospital Association [AHA], 2012; IOM, 2016).
Older age is associated with a higher prevalence of chronic diseases, functional decline,
and cognitive impairment (Centers for Disease Control [CDC], 2013; National Council on Aging
[NCOA], 2018). Four out of five adults, ages 65 and older, suffer from chronic diseases, and two
out of three older Americans are under treatment for ACI or MCIs (CDC, 2013). Among the
leading causes of disability, functional impairment, and death in the United States are heart
disease, cancer, stroke, and diabetes (AHA, 2012; National Alliance for Caregiving [NAC],
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2015; U.S. Census 2010). Fourteen percent of older adults have both chronic diseases and
functional impairment, accounting for 56 percent of Medicare expenditures (IOM, 2014).
For many people, living with chronic illnesses is manageable, but for those who are frail
and older, management is more difficult, and symptoms can impact quality of life for these
individuals and their families (Kayser, Demarco, Stokes, Desanto-Madeya, & Higgins, 2013;
Reinhard, Levine, & Samis, 2012). Advanced chronic illnesses (ACI), also referred to as serious
chronic illnesses (SCI), include diseases such as heart failure, cancer, kidney failure, chronic
obstructive pulmonary disease, dementia, and stroke. ACIs are hallmarked by periods of
exacerbation with diminished functioning (Lynn & Adamson, 2003). According to the Coalition
to Transform Advanced Care (C-TAC), people with ACI suffer from multiple chronic conditions
that are often irreversible and cause a slow or rapid decline in health and function (2015).
Black Older Adults and Chronic Illnesses
Black, also referred to as African American (AA), older adults are afflicted by many of
the same chronic illnesses as White older adults; however, Blacks show an upward trend for
some of the leading causes of death. For example, heart disease is the leading cause of death for
both Whites and Blacks but is trending upward for Blacks and downward for Whites (CDC/
National Center for Health Statistics [NCHS], 2015). Similarly, death rates attributed to diabetes
in Blacks dramatically increased over the past three decades, from the 8th leading cause of death
in 1980 to the 5th leading cause of death in 2014 (CDC/NCHS, 2015). In contrast, deaths
attributable to diabetes in Whites remain constant as the 7th leading cause of death (CDC/NCHS,
2015). Blacks reporting two or more chronic conditions consistently outnumber Whites (CDC,
2015a), and Blacks reporting six or more chronic conditions were higher than other ethnicities or
races (Center for Medicare and Medicaid Services [CMS], 2012). Most alarming, life
expectancy for Blacks in the United States is shorter than that of Whites or other ethnic
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minorities, a pattern that has persisted for decades (U.S. Census, 2015). In 2014, life expectancy
for Black males was 72.5 years versus 76.4 years for all other ethnicities, and life expectancy for
Black females was 78.4 years compared to 81.2 years for the total population (U.S. Census,
2015).
Family Caregivers of Older Adults
Overwhelmingly, older adults with or without disabilities prefer to remain at home and in
their own communities (Farber, Shinkle, Lynott, Fox-Grage, & Harrell, 2011). However, the
ability for older adults suffering from ACI, to remain at home, rather than in institutional
settings, often depends on care being provided by informal caregivers, such as family and friends
(Family Caregivers Alliance [FCA], 2012). Family caregivers are the unpaid support of disabled
and frail older adults. The annual economic value of informal caregivers is estimated to be $470
billion (National Alliance for Caregiving [NAC] & American Association of Retired People
[AARP], 2015). Family caregivers provide 86 % of support to disabled older relatives (NAC,
2015). In the United States, an estimated 43.5 million family/friend caregivers provide care to
adults, aged 50 years and older, with disabilities or illnesses (NAC & AARP, 2015). Daughters
and sons comprise the largest percent of caregivers (54%), followed by spouses (10 %) [National
Institute of Health, 2014]. Women comprise more than 75 percent of caregivers (Institute on
Aging, 2018).
While family caregivers have traditionally provided assistance to frail older relatives,
caregiving tasks for older adults with ACI and MCI have become more complex (Kayser, et al.,
2013, Lem & Schwartz, 2014, Reinhard, et al., 2012). Skills that were once performed in
hospitals or health care facilities are being performed by family or friend caregivers at home,
such as: operating specialized equipment, administering intravenous infusions, and managing
peripheral central lines (Kayser, et al., 2013; NAC & AARP, 2015, Qian, Russell, Valiyeva, &
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Miller, 2011; Reinhard, et al., 2012). In a national survey of 1,677 family caregivers, Reinhard
and colleagues (2012) found that almost half of family caregivers performed complex
medical/nursing skills. Family caregivers are a valuable resource to the health care economy, but
costs to caregivers who take on the responsibility of providing day-to-day care can be enormous.
Caregiving tasks can be physically and mentally challenging, leaving caregivers stressed and
with reduced quality of life.
Family Caregivers and Decision Making
Besides providing care, family caregivers often make decisions for older relatives when
they become too weak, impaired, unable, or unwilling to make health decisions for themselves
(Conner & Chase, 2015; IOM, 2014). Many studies examine the consequences of caregiving in
terms of physical, mental, and emotional impact, but few studies examine the role of family
caregivers in decision-making among older adults. Of the studies that examine decision-making,
the majority address family decision-making in the context of dementia or cognitive impairment,
treatment options in advanced cancer, and whether patients should be treated in intensive care
units. Few studies examine family caregivers’ influence in decision-making for cognitively
intact older adults with declining health and functional abilities.
Decision Making in Black Families
In Black families, decision-making is often linked to beliefs, values, experiences, and
relationships (Allen & Turner, 2009; Conner & Chase, 2015; Johnson, Kuchibhatla, Tulsky,
2008). Spiritual and religious beliefs helped Blacks survive during times of oppression and
discrimination in the United States (Smedley, Stith & Nelson, 2003). Subsequently, spirituality,
culture, and family play a large role in decisions about advanced care planning (ACP), end-oflife (EOL) decisions, and PC (Johnson et al., 2008). Many decision-making studies of Blacks
focus on individuals making decisions. That is to say, if one is more comfortable deciding for
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one’s self or delegating decision making to family members or others (Braun et al., 2014;
Daaleman, Emmett, Dobbs, & Williams, 2009). However, little is known about family
caregivers’ experience of making health care decisions for or with their loved ones or the
meanings family caregivers’ attribute to decision-making.
Palliative Care for Older Adults with Advanced Chronic Illness
The need for PC became evident as persons with ACI became ineligible for hospice
services after six months but continued to need and receive costly, fragmented acute care
services (Meier, 2011). People can live for years with chronic conditions, but over time the
symptoms associated with ACI, such as pain and difficulty breathing, become increasingly
burdensome. Many older adults experience frequent trips to the emergency room, followed by
hospital readmissions, transfers in-and-out of rehabilitation, and home again (Holley, 2009).
Sleep and rest become elusive as fear of the next acute episode of symptoms impact the quality
of life of care recipients and family caregivers (Arnsberger, Lynch, & Fenfang, 2011). Over the
past decade PC drastically increased as a strategy to promote quality of life and symptom
management in persons with ACI that were not yet in the terminal phase of their illness (C-TAC,
2015).
Optimally, PC should be implemented early in the disease trajectory of ACI (IOM, 2015).
Unlike hospice, which is limited to comfort care within six months of life, PC care can be used in
conjunction with medical treatment and is indicated without regard to prognosis, health care
setting, or expected time to death (Worldwide Palliative Care Alliance, 2014). PC emphasizes
patient-centered and family-centered goals as well as quality of life (National Consensus Project
for Quality Palliative Care, 2009). In a national report by the IOM, entitled “Dying in America:
Improving Quality and Honoring Individual Preferences at the End of Life,” PC is heralded as
the “best approach to improving quality of life for the longest amount of time” (2015, p. 2). In
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2014, 36.6% of patients enrolled in PC or hospice services had a diagnosis of cancer but almost
twice as many (63.4%) had non-cancer diagnoses, such as heart failure (14.7%), dementia
(14.8%), and lung disease (9.3%) [National Hospice and Palliative Care Organization, 2015].
Despite the high prevalence of diseases other than cancer with implications for PC, the largest
proportion of PC studies focus on persons with advanced cancer (Gomes, Calanzani, Curiale,
McCrone & Higginson, 2013; Murtagh, Preston & Higginson, 2004).
Palliative Care and Hospice in Blacks: Health Care Inequities
Despite the positive attributes of PC and the IOM’s recommendations, Blacks often
underutilize PC (IOM, 2014). Even when the prognosis is poor, and no further benefit from
aggressive treatment is expected, Blacks are far more likely to prefer aggressive treatment over
PC when facing ACI (Bullock, 2011; IOM, 2015; Johnson, et al., 2008; Vroman & Morency,
2011). Researchers suggest the reason for reluctance among Blacks to use PC or provide
advanced directives (AD) are multifaceted and include: spiritual and religious beliefs about the
dichotomy of faith and healing, succumbing to death and dying; mistrust of the health care
system; lack of knowledge, and lack of access to PC or ACP (Johnson et al., 2008; Smedley, et
al., 2003; Wicher & Meeker, 2012).
Health care inequities are well documented in research studies that show Blacks receive
less than optimal health care, a pattern that persists even through end-of-life (Johnson, et al.
2013; Lovell & Yates, 2014; Smedley, et al., 2003). Statistical data regarding the use of PC
services outside of hospice are lacking. Therefore, the utilization of PC can only be inferred
based on hospice data. Data reported by the National Hospice and Palliative Care Organization
(2015), showed that only 7.6% of African Americans used hospice services compared to 76% of
non-Hispanic Whites.
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Statement of the Problem
Blacks often elect aggressive treatment even in the face of enduring pain and distress
without the possibility of cure (Conner & Chase, 2015). Frequent trips to the emergency
department and hospital readmissions for exacerbated conditions become distressing but
anticipated events that not only affect the quality of life for individuals and families but also add
to health care costs (Holley, 2009). PC can help alleviate distressing symptoms associated with
ACI, but Blacks underutilize these services (IOM, 2015). Research consistently shows that
Blacks are far less likely to use PC or discuss goals of care through AD, regardless of failing
health, frailty, and ACI (Carr, 2011; Conner & Chase, 2015). Researchers suggest the reason for
these inequities in the use of PC are culturally bound to beliefs and values as well as lack of
knowledge of PC, limited access to PC, and a tendency to equate PC with hospice or end-of-life
care (Carr, 2011; Nath, Hirschman, Lewis & Strumpf, 2008).
Shared decision-making studies mainly focus on decision-making between individuals
and clinicians but do not address shared decision making among family caregivers and care
recipients. Instruments to measure the role of decision making among family caregivers and care
recipients are lacking. Significant gaps exist in understanding the decision-making role or
experience of family caregivers of cognitively intact Blacks/AA older adults with ACI, especially
in underserved communities. To fill this gap, a phenomenological study was conducted to
provide a foundation for examining the meaning of decision making among family caregivers of
Black older adults and as a basis for understanding and developing interventions that support
family caregivers and their loved ones in decision making.
Purpose of the Study
The purpose of this phenomenological study among family caregivers of Black older
adults with ACI was to: (1) explore family caregivers’ experience in decision-making among
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older adults with ACI; (2) explore family caregivers’ values and beliefs that influence health care
decision-making and communication about care preferences; (3) explore family caregivers’
experiences with discussions of goals of care and (4) to examine family caregivers’ knowledge
and understanding about PC for older adults with ACI.
Research Questions
Main Research Questions
1. What is the lived experience of decision-making and communication about goals of
care among family caregivers of Black older adults with ACI?
2. What essential beliefs and values influence health care decisions among family
caregivers of Black older adults with ACI?
Significance of the Study
Family caregivers voiced decision-making experiences in the care of older relatives with
ACI, can provide insight into effective strategies to promote quality of life, discuss goals of care,
and implement PC that supports both care recipients and family caregivers. Data already
support the invaluable service that family members provide in keeping older adults in their
communities. However, less is known about the experience of decision-making when relatives
are too sick, unwilling, or unable to make health care decisions and the role family caregivers’
play in decision-making. Few studies address PC for cognitively intact older adults without
terminal illnesses and even fewer address PC for seriously ill Black/AA older adults dwelling in
under-resourced communities. It is anticipated that this study will shed light on decision making
among family caregivers of Black older adults with ACI that can support targeted strategies to
help family caregivers make decisions, and ultimately improve the quality of life for older
Black/AA adults and their family caregivers.
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Definition of Terms
The following section defines key concepts attributed to the population of the study:
“Advanced chronic illness”, “serious chronic illness”, “serious illness”, “multiple
chronic conditions”, “life-limiting illness” and “advanced Illness” are terms used
interchangeably in the literature to refer to a course of illness that happens “when one or more
conditions become serious enough that general functioning and health declines, and treatment
begins to lose effect – a process that is generally irreversible and extends to end-of-life ”
(Coalition to Transform Advanced Care [CTAC], 2012; 2015, p.2).
Blacks or African Americans refers to persons born in the U.S, Puerto Rico, and U.S.
territories; or foreign-born persons with origins in any of the Black racial groups of Africa,
including Afro-Caribbean and sub-Saharan Africans (Rastogi, Johnson, Hoeffel & Drewery,
2011; U.S. Census, 2013). For the purpose of this study, African American and Black may be
used interchangeably.
Family: a person or persons with or without blood ties that self identifies as family,
including parents, children, spouses, siblings, nieces, nephews, and significant others.
Family Caregiver: a person or persons who provide care on an ongoing basis to a family
or friend often with relationship ties (Dobbins, 2009).
Family Decision-Making: a process of making choices, judgments, and conclusions based
on values and goals communicated to the family group, implicitly or explicitly, through which
family make and express meaning (Marriage & Family Online Encyclopedia, n.d.).
Goals of Care: An individual’s health goals and care preferences within or across a
variety of dimensions (Reuben & Tinetti, 2012). Includes advanced care planning (ACP), a
process of eliciting a patient’s values and life goals into care planning (Lum & Sudore, 2012) and
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advanced directives (AD), written legal documents that direct preferences for medical care if one
is incapacitated (National Institute of Aging, n.d.)
Informal Caregiver: any relative, friends, or neighbor who provides most of the needed
help for disabled older people in communities, usually without compensation (Family Caregiver
Alliance, 2014). Family caregiver and informal caregiver are terms that may be used
interchangeably in this study.
Lived Experience: an individual’s unique personal knowledge about the world gained
through direct first-person involvement in everyday events (Chandler & Munday, 2016).
“Immediate, pre-reflective consciousness of life” (van Manen, 1990, p. 35).
Meaning-making: how one experiences, understands and makes sense of being within the
world (Heidegger, 1962/2008)
Older adult: is defined as adults 65 years and older.
Palliative Care: “an approach that improves the quality of life of patients and their
families facing the problem associated with life-threatening illness, through the prevention and
relief of suffering by means of early identification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and spiritual” (WHO,2002).
Primary caregiver refers to one person responsible for providing or assuring care
(Barbosa, Figueriredo, Sousaac & Demaind, 2011; Dobbins, 2009).
Delimitations
Delimitations of the proposed study are based on knowledge gaps about family
caregivers’ decision-making for older adults living with ACI in the community. Although several
studies examine decision-making when older adults suffer from advanced cancer or dementia,
there is a paucity of literature that examines decision-making for older adults with other life-
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limiting conditions. Therefore, family caregivers of older adults with diagnosed mental illness,
dementia, and advanced cancer were excluded.
Assumptions and Biases
Assumptions of this qualitative study are that participants will share feelings honestly and
without undue pressure. Themes and essences of the lived experiences of participants will
emerge and inform nursing science. Additional assumptions are that the researcher coded data
meticulously, maintained rigor, established saturation of data, and interpreted data. Ultimately,
there is an assumption that this study will generate further qualitative or quantitative research.
As an African American researcher growing up in an underserved community in New
York City, my assumption is that decision-making occurs most often within relationships with
family ties. Keeping the researcher’s potential bias in mind, actions to maintain objectivity
included: recording thoughts and preconceptions before and after each interview in a reflective
journal, audiotaping interviews, independent transcription, peer coding, and debriefing.
Consistent with interpretive phenomenology, the individuals’ lived experience of health care
decision making, and discussions of goals of care were explored objectively and openly.
Organization of the Study
The study is presented in six chapters. Chapter one provides a comprehensive
background and introduction of the problem that includes: the problem statement, significance
of the study, research questions, definition of terms, delimitations, assumptions, and potential
biases. Chapter two provides a literature review that situates the need for the study within the
existing literature. Chapter three presents the methodology used in this qualitative
phenomenological study. Chapter four delineates approaches to implementing the study.
Chapter five describes the findings of the study, participant experiences, thematic analysis, and
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essential themes. Lastly, chapter six reflects on the study findings, synthesis of the literature,
conclusions, limitations, implications, and recommendations for future research.
Chapter II
Literature Review
Chapter two describes the process of searching, extracting, and synthesizing literature
related to the decision-making experience of family caregivers of Black older adults with ACI.
The literature search focused on three major areas. First, studies of family caregivers and older
adults with functional impairment were examined. Second, studies related to family caregivers
and decision-making were assessed. Third, implications for PC for older adults, and more
specifically, for Black older adults with ACI were examined. An analysis of overall decisionmaking studies among family caregivers and gaps in the literature that justify the need for this
phenomenological study are identified. The chapter concludes with a discussion of qualitative
methodology and interpretative phenomenology as the theoretical underpinnings of the study.
Search Strategy
To describe the scientific basis for this dissertation, literature searches of the following
databases were conducted: Cumulative Index to Nursing and Allied Health Literature
(CINAHL), Medline, PsycInfo, Cochrane Library, and Science Direct. In addition, gray
literature was searched to obtain statistical and epidemiological data regarding the population
and topic.
Inclusion Criteria
Inclusion criteria for this literature review were studies concerning family or informal
caregivers who provide care to community-dwelling, disabled or frail adults, age 65 years and
older, with ACI. In addition, literature was selected if the study addressed ethnic and cultural
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influences in PC and decision-making among Black/AA families. Original research and
systematic reviews published in English were selected.
Exclusion Criteria
Exclusion criteria were studies of family caregivers of older adults diagnosed with mental
illness, dementia, advanced cancer, or that exclusively focused on hospice or end-of-life care.
Advanced cancer was excluded in this study because there are numerous studies that address PC
in the context of advanced cancer but few studies that address PC for older adults with noncancer diagnoses. However, because PC and hospice care are terms that are often used
interchangeably, studies that addressed end-of-life care of one year or more were included.
Cognitive impairment and mental illness studies were excluded because a large proportion of
studies already address family decision-making in these contexts. Few studies examine decision
making and PC for cognitively intact older adults with non-terminal but progressive chronic
illnesses.
Search Results
An extensive literature search was performed to identify gaps in the existing literature
and to provide justification for this study. In total, 60 studies met criteria, 39 quantitative
studies, and 21 qualitative studies. Of the quantitative studies that examined PC, common
variables addressed were: feasibility, costs, interventions, and satisfaction with services
(Brumley, et al., 2007; Bull et al., 2012; Byock, Twohig, Merriman, & Collins, 2006; Chen,
2015; Holley, 2009; Gardiner, Brereton, Frey & Wilkinson, 2014; Gorawara-Bhat, Dale,
Hemmerich & Cox-Hayley, 2009). Several systematic reviews were also published in the past
decade, but few examined the role of family caregivers or the impact of interventions on family
caregivers. For example, to assess health care utilization, Eklund and Wilhelmson (2009)
performed a systematic review of the outcomes of randomized clinical trials on community-

14
dwelling frail older adults and their caregivers. Findings of their study suggest limited
knowledge was gained on how, or if, integrated and coordinated care interventions affect family
caregivers (Ekund & Wihelmson, 2009).
Instruments to measure decision making among family caregivers were also found to be
lacking. In a systematic review of instruments related to family caregivers of persons receiving
PC, Hudson and colleagues (2010) identified 62 studies, but only three studies included family
caregivers. Kinsella, & Picton, (2006), developed a Family Appraisal of Caregiving in
Palliative Care Instrument; however, content validity was not extended to family caregivers.
Despite numerous quantitative studies, researchers still lack an understanding of the meaning of
decision making among family caregivers of Black older adults with ACI. To explore a
phenomenon that is unique to individuals, rather than a concept that can be generalized, infers
the need for qualitative data as a foundation for discovery.
Of the qualitative studies reviewed, more than half examined experiences of care
recipients or family caregivers with PC or end-of-life care (N = 13). The remaining qualitative
studies (N = 8) were more specific to the experiences of family caregivers of frail older adults
with chronic conditions and not specific to decision making. Only five studies addressed all
study variables: palliative care, family caregivers, decision-making, and Black/AA older adults.
Synthesis of Literature
Overall Analysis of Family Caregiving of Chronically Ill Older Adults Studies
Of the studies reviewed concerning family caregivers of chronically ill older adults, the
majority were quantitative, descriptive, and cross-sectional. Descriptive statistics of care
recipients’ characteristics included: age, gender, financial status, relationship to caregiver,
disability or illness, presence or absence of cognitive impairment or dementia, physical
impairment, functional limitations, level of dependence, ability to perform or not perform
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activities of daily living (ADLs) and instrumental activities of daily living (IADLs), confusion
and behavioral issues (Ahmad, 2012; Barbosa et al., 2011; Garlo, O’Leary, Van Nest, & Fried,
2010; Lucas, 2012; Reinhard, 2012). Other studies focused on specific populations and diseases,
such as older adults with heart disease (Lem & Schwartz, 2014). Few studies described care
needs that differ in Blacks/AA older adults with ACI.
Overall Analysis of Family Caregiving and Palliative Care (PC) Studies
Of the studies examining family caregiving and PC, the majority were qualitative,
descriptive studies with purposive or convenience samples of participants. Methods of inquiry
for qualitative studies were almost evenly divided among focus groups (N =6) and semistructured interviews (N = 7). The sample size for studies using interviews ranged from ten to
185 participants, and studies using focus groups ranged from 33 to 102 participants. Major
concepts addressed in the qualitative studies were attitudes and beliefs about PC (Allen &
Turner, 2009; Anderson & Turner, 2010; Bullock, 2006; Daaleman et al., 2009; Nath et al.,
2008); ethnic and cultural influences in the use of PC (Braun, Beyth, Ford, Espadas, &
McCullough 2014; Anderson & Turner, 2010; Bullock, 2006; Conner & Chase, 2015; Girling &
Morgan, 2013; Kayser, et al., 2013), and decision-making in PC (Conner & Chase, 2015; Shrank
et al., 2005; Yancu, Farmer, Graves, Rhinehardt, & Leahman, 2015). Methods of data analysis of
qualitative studies were overwhelmingly content analysis or constant comparison. Only one
study by Conner & Chase used the phenomenological approach to make meaning of decisionmaking among family caregivers of Blacks; however, their study differed from this study in that
it used focus groups and examined decision-making at end-of-life (2015). To understand the
meaning family caregivers attribute to decision making requires an in-depth examination of the
phenomena that may be discovered through in-depth interviews using the phenomenological
approach.
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Factors Influencing Family Caregiving
Caregiving Relationships
Interpersonal relationships with caregivers, such as the relationship of dyads as a
caregiving unit, were explored in both quantitative and qualitative studies (Conner & Chase,
2015; Haxton, 2010; Lavella & Ather, 2010). Dyads are relationships that exist between
caregivers and care recipients such that caregivers and care recipients exist as a unit (Haxton,
2010). Caregiving dyads can be related by kinship or non-kinship, living arrangements, or
emotional closeness (Haxton, 2010). Because many caregivers are adult children, interpersonal
relationships between parent and adult children were examined by several researchers and found
to be significantly related to personal commitment, competence, and strain between caregivers
and care recipients (Haxton, 2010; Lima, Allen, Goldscheider, & Intrator, 2008). In a synthesis
of literature about caregiver decision making, Garvelink and colleagues (2016) reported an
insufficient number of interventions to improve caregiver’ decision making, and significant gaps
in support for caregivers and care recipients.
Family Caregiving among Blacks
Family support and collectivism were posited as a value to reduce psychological stress in
several studies of Black/AA families (Haxton, 2010; Hatfield, Jameson, Hirsch, & Jeffery, 2012;
Pinequart & Sorenson, 2005; Vroman & Morency, 2011). For example, Vroman & Morency
(2011) reported that caregivers of frail older AA identified positively with the caregiving role and
also viewed the rewards of caregiving positively. Perceived social support was also found to
buffer the impact of functional impairment and caregiving by Hatfield and colleagues (2012).
Decision-Making at End-of-Life
Because few studies examine decision-making and PC for chronically ill older adults
without terminal conditions, the literature on end-of-life care (EOLC) and advanced care
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planning (ACP) provided some insight into the topic. For the most part, studies examined
decision making in the context of individual preferences and family influences, as discussed in
the sections that follow.
Individual Preferences for End-Of-Life Care
Several studies examined individual preferences of decision-making for EOLC (Braun, et
al., 2014; Daaleman, et al., 2009; Nath, et al., 2008; Girling & Morgan, 2014; Johnson et al.,
2009). For example, in a study of diverse veterans, Braun and colleagues (2014) found that
individuals preferred both making decisions for themselves and letting others decide. Nath and
colleagues (2008) performed a qualitative study exploring ACP among AA and reported that
many AA preferred making independent decisions and only considered deferring to the family if
they were incapacitated (Nath, et al., 2008; Daaleman et al., 2009). Nathan, Marshall, Cooper,
and Huang (2016) performed a systematic review of decisional aids with minority patients and
noted that most shared decision-making aids focused on information and communication
between providers and patients involving clinical decisions. Additionally, the majority of
interventions reviewed by Nathan and colleagues involved cancer screening (2016). These
findings highlight the need for interventions that facilitate discussion of EOLC with family
caregivers before one becomes incapacitated.
Family Influences on End-Of-Life Care
Family caregivers are a major influence in patients receiving information and making
end-of-life (EOL) decisions (Bullock, 2006; Carr, 2011; Conner & Chase, 2015; Hudson et al.,
2008; Johnson et al., 2009; Moss & Williams, 2014; Shrank et al., 2005; Wolff & Boyd, 2015).
For example, Shrank and colleagues (2005) explored EOL discussions in Black and White
participants and noted that Blacks preferred to include more family, friends, and spiritual leaders
in discussions. On the other hand, White participants preferred discussions with close or
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immediate family members. The authors also found that Blacks valued protecting life at all
costs, while White participants were more focused on medical options, costs, and quality of life
(Shrank et al., 2005). Wolff & Boyd (2015) reported similar results in a study of patient-centered
and family-centered care; approximately 96 percent of older adults preferred to share or leave
decisions up to the family or close friends.
Factors Influencing Decision Making Among Blacks
Many researchers point to the influence of religion and spirituality as a means to help
AA/Black individuals and caregivers adapt psychologically to advanced illnesses and caregiving
at the EOL (Allen, 2009; Moss & Williams, 2014; Nath et al., 2008; Shrank et al., 2005; Wicher
& Meeker, 2012). For example, in a systematic review of Afro-Caribbean older adults’ EOL
preferences, Moss and Williams (2014) found that religion and spirituality were significant
themes that emerged throughout the literature. Likewise, Allen (2009) found religion and
spirituality helped individuals and family caregiver dyads cope and deal with adversity.
However, Johnson and colleagues (2009) noted that “spiritual beliefs conflicted with the goals of
PC because “those who believe in God do not have to plan for end-of-life” (p. 1956). Carr
(2011) explored racial differences in EOL planning and reported the belief that “God controls the
timing and nature of death” was more prevalent in Blacks than Whites (p. 10).
The vast majority of studies showed that Blacks prefer aggressive treatments even in the
face of advanced illness (Bullock, 2011; IOM, 2015; Johnson, et al., 2009; Vroman & Morency,
2011). For example, Johnson and colleagues (2009) performed a study to identify common
cultural beliefs among AA and suggested that AA had less favorable beliefs about hospice and
were uncomfortable discussing death and dying. Other researchers suggest that some Blacks are
influenced by the belief that discussing death or planning for EOL may lead to death (Bullock,
2006; Lovell & Yates, 2014). In a study to determine the relationship between having AD
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discussion and survival of patients with low or medium risk for dying within one year, Fisher,
Min, Sauaia & Kutner (2012) found no relationship between signing AD and mortality which
may help alleviate the fear that discussing death or ACP may lead to death.
Literature Conclusions
Lack of knowledge of ACP and PC permeated studies of Black older adults and family
caregivers (Bullock, 2006; Kwak & Haley, 2005; Lem & Schwartz, 2014; Kayser et al., 2013).
However, some studies showed that even after being informed of AD and PC options, Blacks
were still less likely than non-Hispanic Whites to use AD (Bullock, 2006; Carr, 2011). Many AA
/Blacks reported they were uncomfortable discussing death or end-of-life care and may avoid the
topic (Johnson, et al., 2009). Much of the literature on decision-making at EOL associate
relationships with family and friends as essential (Sanford, Townsend-Rocchicciolli, Horigan, &
Hall, 2011; Staduhar & Davies, 2005; Shrank et al., 2005; Wolff & Boyd, 2015), however, few
studies examine the role family caregivers’ play in decision-making about goals of care or at the
end-of-life. To fill this gap, a qualitative phenomenological study was conducted to describe the
experiences of family caregivers’ making decisions with or for Black older adults with ACI and
to uncover the essence of the experience.
Although conducting a literature review in a qualitative study is controversial, it was
through a review of the literature that a knowledge gap was identified. Initially, a quantitative
study was contemplated, but after an extensive review of the literature revealed that not much
was known about family caregivers’ decision-making experience with or for their loved ones, a
qualitative study was selected. As Munhall (2012) noted in her book Nursing Research: A
Qualitative Perspective, “If we start a research project for which not much is known about the
subject, often as we explore, we come to “know” something that might make the planned next
step of our proposal irrelevant or inappropriate” (p. 114).
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Until we understand decision making as experienced by family caregivers of Black older
adults and what is at stake in the caregiving relationship, we risk making assumptions based on
population norms. Despite numerous quantitative studies, there is still a knowledge gap in
understanding the phenomena of decision-making among family caregivers. To this end, a
qualitative study was undertaken, more specifically, an interpretive phenomenological approach
to data collection and interpretation was undertaken to facilitate an in-depth exploration of the
lived experiences of participants and to reveal essential meanings attributed to the phenomena. It
is anticipated that this qualitative study will provide a foundation for understanding the lived
experience of decision making among family caregivers and provide insight for developing
interventions to support family caregivers and their loved ones. The section that follows details
the background and methods of qualitative research and phenomenology. Rationales for the
chosen method are provided.
Qualitative Research
Opposed to the positivist view of science as purely naturalistic and objective, social
scientists developed qualitative research as a method to understand subjective experiences and
behaviors of individuals and groups as social beings within the world (Padgett, 2017; van
Manen, 1990/1997). Qualitative research has its origins in various disciplines and encompasses
a wide variety of research approaches to data collection, analysis, interpretation, and conclusions.
For example, ethnography originated from anthropology and focuses on discovering patterns and
characteristics within cultural groups (Padgett, 2017). Grounded theory uses a constant
comparative approach to data collection and analysis with the aims of constructing theories about
basic human processes (Charmaz, 2014). Historical research focuses on an in-depth
understanding of past events and their influences on present experiences. Case studies use indepth narrative descriptions to analyze and interpret themes and meanings. Finally,
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phenomenology, which was used in this study, has origins in psychology and philosophy and
focuses on understanding the meaning of “being” embedded in the essential lived experiences of
individuals within a particular lifeworld (Lopez & Willis, 2004; van Manen, 1990/1997).
Rationale for Qualitative Research
Qualitative research allows exploration of experiences, perceptions, and feelings of
individuals and groups within their social, cultural, historical, and political contexts (van Manen,
1990). In contrast to quantitative research in which deductive reasoning is used to explain,
predict, or describe causal relationships; qualitative research aims to understand the meaning of
lived experiences through inductive reasoning and analysis of narrative descriptions (Benner,
1994; Padgett, 2017). Inductive reasoning allows one to analyze specific data to derive more
general conclusions (Polit & Beck, 2010). Qualitative research methodology is indicated when
not much is known about a subject (Munhall, 2012). However, with all that is known about
decision-making among family caregivers from an empiric perspective, we cannot understand
the meanings attributed to the experience without qualitative inquiry. Instruments to measure
family decision making in the context of culture or family relationships are lacking and are likely
inadequate for measuring human relations and experiences. A qualitative study can provide the
foundation for further quantitative and qualitative research (Lopez & Willis, 2004). Data are
collected through interviews in which the researcher is part of the research (Padgett, 2017). The
qualitative approach underpinning this study is interpretive (hermeneutic) phenomenology.
Interpretive (Hermeneutic) Phenomenology
Interpretive or hermeneutic phenomenology focuses on the uniqueness of persons and
uses language as a method to understand and interpret the essential features of human existence
in the world (van Manen, 1990; Spiegelberg, 1975). That is to say, hermeneutic phenomenology
focuses on the meaning of experiences embedded in a person’s everyday life (Lopez & Willis,
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2004). Lived experience “involves our immediate, pre-reflective consciousness of life: a
reflexive or self-given awareness, which is awareness, unaware of itself” (van Manen,
1990/1997, p. 35).
Rationale for Interpretive (Hermeneutic) Phenomenology
Interpretive phenomenology is well suited for studying decision-making among family
caregivers because health care decisions are made within the everyday activities of individuals
and families. Interpretive phenomenology has been used in nursing and education to elucidate
experiences of health and illness (Benner, 1994; van Manen, 1990/1997). To understand the role
of family caregivers in decision-making and discussing goals of care requires an understanding
of the meaning family caregivers attribute to both decision-making and communication of goals
of care within the context of their lifeworld and experiences. Lifeworld refers to lived
experiences within the context of time, space, embodiment, and human relations (Merleau-Ponty,
1962/2008; van Manen, 1990/1997)).
The interpretive phenomenological approach allows one to explore the nature of personal
actions and decisions made for self and others (van Manen, 2014). Using this approach will
allow an in-depth exploration of the lived experiences of decision making among family
caregivers of Black older adults through reflection, insight, and sensitivity to language (van
Manen, 1997). Unexplained assumptions about family caregiving and decision making for or
with Black older adults with ACI can be examined and interpreted through narrative descriptions
of participants that also take into account social, cultural, and environmental influences.
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Phenomenological Methodology
Overview
Descriptive Phenomenology (Edmund Husserl, 1859-1938)
Edmund Husserl, a German philosopher, is considered the founder of phenomenology.
Husserl believed that for subjective experiences to be considered science, commonalities or
universal phenomena must be revealed (Lopez & Willis, 2004). That means, when the same
experience is encountered by different participants, the true essence of the lived experience
emerges (Lopez & Willis, 2004). Husserl’s premise of attaining the true meaning of a
phenomenon was predicated on the researcher “bracketing” or holding in abeyance all previous
knowledge, beliefs, or biases while conducting the study (Drew, 1999). The goal of the
researcher is to attain transcendental subjectivity by neutralizing presumptions so as not to
influence the study (Husserl, 1967). Husserl applied descriptive, also known as eidetic
phenomenology, as a scientific method to understand the universal essences of lived experiences.
It is through eidetic reduction that the essential structures of phenomena are revealed (Husserl,
1967).
Inherent to Husserl’s philosophical beliefs were influences of his teacher Brentano, who
introduced the concept of intentionality, described as mental acts based on something other than
self, such as judgments, beliefs, and values (Polifroni & Welch, 1999). Intentionality is an
essential concept in analyzing family decision-making since actions and experiences may be
influenced by an original association recalled later, whether consciously or unconsciously
(Huemer, 2017). Situated freedom is another existential concept in phenomenology that refers to
individuals being free to make choices. Husserl’s view of descriptive phenomenology holds that
people are free to make choices regardless of situational contexts or an individual’s history,
culture, or politics (Lopez & Willis, 2004).
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Hermeneutic (Interpretive) Phenomenology (Martin Heidegger 1908 -1961)
Martin Heidegger, a student of Husserl, departed from the epistemological nature of
descriptive phenomenology that was focused on the nature of “knowing” and embarked on
interpretive phenomenology to understand the ontological meaning of “being” (Spiegelberg
1975). Heidegger focused on language as a method to understand and interpret the essential
features of human existence in the world (Spiegelberg, 1975). That is to say; hermeneutic
phenomenology focuses on the meaning of experiences embedded in everyday life as expressed
in language (Lopez & Willis, 2004).
In contrast to descriptive phenomenology where the researcher bracket or hold abeyance
prior knowledge and beliefs, interpretive phenomenology is predicated on the philosophy that
human existence is interpreted within the lifeworld, and human experiences are influenced by
being in the world (Lopez & Willis, 2004). Interpretive phenomenology holds that freedom of
choice may be situational and based on particular circumstances and contexts (Lopez & Willis,
2004). Instead of analyzing experiences without consideration of culture, context, and history,
interpretive phenomenology seeks to explore how these factors influence individuals and groups
in everyday life (Lopez & Willis, 2004). Heidegger transitioned from Husserl’s search for
universal meanings to a philosophy of existentialism focused on the uniqueness of humans living
within the world (Polifroni & Welch, 1999). Heideggerian phenomenology is premised on three
essential concepts: 1) human beings are self-interpreting; 2) human beings determine the kind of
being he or she wants to be; 3) the self includes one’s culture, language, and history (Kellett,
1996; Polifroni & Welch, 1999).
Merleau-Ponty (1908 – 1961)
Merleau-Ponty, another influential existential phenomenologist, focused on the
perception of individuals situated in the world (1962/2008). In his book, The Phenomenology of
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Perception, Merleau-Ponty (1962/2008) asserted that “the world is what we perceive”
(1962/2003, p. xviii). He further explained that “the world is always already there, before
reflection begins – as an inalienable presence; all its efforts are concentrated upon re-achieving a
direct and primitive contact with the world. . .” (p. vii). In other words, individuals can enter the
same situation yet have different perceptions and experiences.
Max van Manen (1942 – present)
Max van Manen, a second-generation phenomenologist, combined descriptive and
interpretive phenomenology, asserting that “the facts of lived experiences need to be captured in
language (human science text) and this is inevitably an interpretive process” (van Manen, 1990,
p. 181). Van Manen subscribes to interpretative phenomenology as both a philosophy and a
practice (Dowling, 2004). Integral to van Manen’s philosophy are the concepts of pedagogy and
the phenomenology of practice. Pedagogy is “the activity of teaching, parenting, educating or
generally living with children, that requires practical acting in concrete situations and relations”
(van Manen, 1990, p. 2). The phenomenology of practice “refers to the kinds of inquiries that
address and serve the practices of professional practitioners as well as the quotidian practices of
everyday life” (van Manen, 2014, p. 15). Nurses are in the unique position of accessing and
supporting individuals and families in their experiences of health and illness. The aim of
phenomenology is “to construct a description of human actions, behaviors, intentions and
experiences situated within the world” (van Manen, 1990, p. 19).
According to van Manen (1990) four basic concepts are embedded in lived experiences,
they are: lived time (temporality), lived space (spatiality), lived body (corporeality), and lived
human relation (relationality; lived other). “Lived space” which van Manen (1990) refers to as
“felt space”, encompasses location and feelings attributed to being in that space. “Lived time” or
temporality refers to subjective meanings given to particular events that occur at a particular time
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of one’s life (van Manen, 1990). “Lived body” or embodiment refers to one always being
present in one’s body, the body reveals and conceals what is happening, whether consciously or
unconsciously (van Manen, 1990). “Lived human relations”, refers to interpersonal relations
shared with others in which we influence and are influenced (van Manen, 1990).
Max Van Manen’s Approaches to Human Science Research
Researchers agree that there is no set method for conducting phenomenological studies,
however, van Manen (1990) asserts that “there is tradition, a body of knowledge and insights, a
history of lives of thinkers and authors, which taken as an example, constitutes both a source and
methodological ground for present human science research practice.” (p. 30). To that end, van
Manen (1990) articulated six methodological themes in which to approach human science
research that was applied in the current study. Max van Manen (1990) emphasized that the
following steps are not to be taken as a “how-to” guide but are suggestions to pursue human
science research and may proceed with or without regard to sequencing:
1. Turning to the phenomenon which seriously interests us and commits us to the world
2. Investigating experience as we live it rather than as we conceptualize it
3. Reflecting on the essential themes which characterize the phenomenon
4. Describing the phenomenon through the art of writing and rewriting
5. Maintaining a strong and oriented pedagogical relation to the phenomenon
6. Balancing the research context by considering parts and whole.
Chapter Summary
Chapter two described the evolution of the study within an extensive literature review that also
situated the need for this study. An overview of qualitative research and phenomenology were
described. Chapter three details the methodology of the study and further portrays van Manen’s
six methodological themes to approach human science research.
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Chapter III
Methodology
Chapter three describes the study design, aims, and methodology used to answer the
overreaching research question. The chapter begins with the stated research question and aims of
the study, followed by the application of van Manen’s six approaches to phenomenology and
human science research. Finally, the research design is articulated.
Main Research Question
What is the lived experience of decision making and communication about goals of care
(GOC) among family caregivers of Black older adults with advanced chronic illnesses (ACI)?
Study Aims
1. To describe the experience of health care decision-making among family caregivers
of Black older adults with ACI.
2. To explore the meaning of health care decision-making as experienced by family
caregivers of Black older adults with ACI.
3. To reflect on the essential themes which characterize the phenomenon.
4. To describe the phenomenon through the art of writing and rewriting.
5. To maintain a strong and oriented pedagogical relation to the phenomenon.
6. To balance the research context by considering parts and whole.
Research Design
Max van Manen's Hermeneutic Phenomenological Approach Applied
Turning to the Phenomenon
According to van Manen, (1990), turning to the phenomenon involves turning to the
nature of lived experience. It involves “a deep questioning of something that restores an original
sense of what it means to be a thinker, a researcher, a theorist” (p. 33). Before beginning this
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study, there was in existence real people (lived body), living in the world (lived space) and
affected by events (lived time), and relationships (lived human relations). In other words, it was
my experience with family caregivers of Black older adults living with ACI that led me to
question the essential nature of the phenomenon of decision-making and to reflect deeper on
health care decision-making in the context of family relationships. By exploring this prereflective experience, one can interpret and make sense of human existence within the
experience. Importantly, van Manen (1990) emphasizes that more than one interpretation is
possible within phenomenological descriptions and that one interpretation does not preclude
other potential interpretations.
Investigating the Experience as We Live It
In a sense, to contemplate experience as we live it is to relinquish the experience to
thought. To investigate lived experience requires the ability to look back on an experience that
has already happened whether a moment ago or a lifetime ago. Phenomenological researchers
are said to “borrow” the experience of others to investigate phenomena (Lopez & Willis, 2004).
It is through reflection on a lived experience and immersion in the full experience that meaning
is discovered. Wisdom develops through reflection on practical experiences within the world of
“living relations and shared situations” (van Manen, 1990, p. 32).
Reflecting on Essential Themes Which Characterize the Phenomenon
“A true reflection on lived experience is a thoughtful experience, reflective grasping of
what it is that renders this or that particular experience its special significance” (van Manen,
1990, p. 32). To understand the meaning of decision making in the context of family
relationships and cultural influences require in-depth exploration for essential themes of the
experience. Essences are that which is taken for granted or even unseen without the purposeful
exploration of everyday life experiences and practices of unique individuals. According to van
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Manen (1990), “the aim of phenomenology is to transform lived experience into textual
expression of its essence” (p. 36).
Describing the Phenomenon Through the Art of Writing and Rewriting
Language is the method used to express thoughts and writing is the method used to
convey thoughts or to make seen that which is unseen. “Phenomenology is the application of
logos (language and thoughtfulness) to a phenomenon (an aspect of a lived experience) to what
shows itself precisely as it shows itself” (van Manen, 1990, p. 33). Writing and rewriting show
thoughtful reflection and allows one to gain meaningful insight into the phenomenon. It is
through writing, reflection, and naming phenomena that inceptual meaning is revealed. That is
to say, inceptual meaning allows one to sense or to know that which is unspoken.
Maintaining a Strong and Oriented Pedagogical Relation
Phenomenological research requires the researcher to remain committed to seeking the
answer to the question(s) posed and avoid being distracted by presumptions. Although
bracketing of the researcher’s experience is not a part of interpretive research, bracketing is a
necessary step in collecting and analyzing data. Before beginning an investigation, the
researcher must self-reflect on their presumptions about the experience in order to avoid
introducing bias (van Manen, 1990). The hermeneutic circle is a method of continuous reexamination of assumptions (Tuohy, Cooney, Dowling, Murphy & Sixmith, 2013). Data
collection and data analysis proceed simultaneously in an iterative, back and forth process.
Implicit to van Manen’s approaches to human science is a commitment to pedagogy, that is,
examining phenomenon with the inquisitiveness of a teacher and practitioner. In other words,
the researcher also examines and interprets the meaning of the phenomenon for practice,
education, and policy (Lopez & Willis, 2004).
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Balancing the Research Context by Considering Parts and Whole
Qualitative research begins with an inductive process, building from specific parts of a
phenomenon to understand the whole. “Interpretative research relates the particular to the
universal, part to whole, episode to totality” (van Manen, 1990, p. 36). It is imperative that
researchers balance the description of a phenomenon with its relationship to the whole. Max van
Manen (1990) cautions against getting so engrossed in the writing that one loses sight of how
each part relates to the whole. Therefore, it is necessary to periodically look back at the study
design and see how each part fits within the total phenomenon (van Manen, 1990).
Implementation of the Study
Protection of Human Subjects
Before the study commenced, institutional review board (IRB) approval was obtained
from the City University of New York, Hunter College. Both the informed consent and
confidentiality agreement respect participants’ right to autonomy. All participants were informed
of the purpose of the study, the expected duration of the study, and procedures for conducting the
study. Procedures included interviews, tape recording, and writing notes. Participants were also
informed that participation was voluntary, confidential, and that they may withdraw from the
study at any time. Consistent with criteria of the IRB, the written informed consent clearly
described the voluntary nature and terms of the study, the purpose of the study; potential risks
and benefits; the right to ask questions; whom to contact for questions or issues that may arise
from the interview(s), and finally the right to withdraw from the research (Hicks, 2014). See
Appendix B.
The confidentiality agreement clearly stated how the information would be treated during
and after the study concluded. More specifically, participants were informed that information
would not be shared that identifies research participants. Following IRB (2014) guidelines:
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transcriptions, field notes, and reflective journals were kept in a locked cabinet and will remain
in the researcher’s possession for a minimum of three years after the study is completed. Tape
recordings were also kept in the locked cabinet but destroyed once transcriptions and analysis of
the interviews were completed. Participants were not referred to by name during the interview
but given a pseudonym that only the researcher was able to access. De-identified transcripts
were shared with the research sponsor and some committee members for feedback and peer
support.
Written informed consent was signed before each interview, and permission was recorded
before beginning the taped interviews. Although the researcher did not anticipate potential risks
to family caregivers, it was possible that interviews could bring up emotional issues. In this
case, the researcher provided emotional support to participants. Community resources were
provided to participants when indicated. For example, one participant was referred to a website
that provides information on support for family caregivers. Potential benefits, such as increasing
knowledge about decision making among family members, promoting quality of life for older
adults with ACI, and enhancing nursing science was discussed. However, no direct benefits were
provided to participants.
Participant Recruitment
Recruitment sites were selected based on the population served and the organization’s
mission serving older adults or supporting family caregivers in under-resourced communities.
Sites for recruitment included senior centers, faith-based organizations, and community-based
programs. Recruitment began in one or two senior agencies to avoid screening too many
potential participants that may or may not meet the criteria for participation. As noted by Padgett
(2017) in Qualitative Methods in Social Work Research, “obtaining the optimal sample size is
more successful if the researcher starts locally then adjusts the sampling strategy as the need
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arises” (p. 71). Snowball sampling was also employed to recruit participants who were not
receiving elder services or did not attend community programs.
To gain access to the targeted population, key informants who had some leadership
responsibility at each agency were identified and contacted. Key informants were asked for
permission to recruit participants. Once the agency contract and IRB approval were obtained,
flyers were distributed and posted in senior centers and organizations announcing the study and
inviting potential participants to contact me by telephone. I also requested permission from the
agency’s representative to discuss the proposed study at a group meeting or client gathering,
which could facilitate more direct recruitment. However, family caregivers were not accessible
during group meetings; therefore, the strategy was not employed.
Participant Selection
A purposive sample of family caregivers of Black older adults with ACI was recruited
from an elder service agency, a faith-based organization, and through snowball sampling in
under-resourced urban communities in Manhattan and the Bronx. Participants were caregivers
who self-identified as the family caregiver for an older Black adult, age 65 years or older, with
ACI or multiple chronic conditions. Diagnoses identified as ACI included, but were not limited
to, heart disease, diabetes, arthritis, chronic obstructive pulmonary disease, hypertension,
impaired mobility, and kidney failure. Care recipients’ needs ranged from total dependency to
limitations in function, but all were cognitively intact.
Although a sample size of ten or fewer participants is recommended for
phenomenological studies in which in-depth data collection and analysis are likely to bring about
the essences of the experience (Polit & Beck, 1994; Padgett, 2017), this study consisted of eleven
family caregivers to ascertain saturation of themes. Data were collected until no new
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information about the phenomena was obtained. All participants who agreed to be interviewed
were included even if themes were beginning to emerge.
Participant Retention
One in-depth interview was performed with each participant to collect data, making sure
to clarify any information that was unclear during that interview. At the conclusion of the
interview, participants were provided an opportunity to add any comments and clarify any
information given. To compensate participants for their time and shared experiences, an Amazon
gift card of $25.00 was offered at the end of the interview. Paying small incentives is an
effective strategy to recruit and retain participants in the study (Padgett, 2017). The total cost of
gift cards was modest, given the limited number of participants in this qualitative study.
Nature of the Data
The section that follows describes the process of data collection and the rationale for
selected strategies in this phenomenological study. Efforts to maintain rigor, and approaches to
data analysis are detailed.
Interviews
In-depth semi-structured interviews were conducted with participants in a comfortable,
convenient, and private setting. Participant preferences for the interview were prioritized.
Traditionally, qualitative research entails in-depth interviews to elicit participants’ narrative
description of their experience with a topic (Lopez & Willis, 2004). Using semi-structured
interviews allowed the researcher to ask a few questions to focus the interview but allowed
participants to go where they wanted (Chesnay, 2014). As the researcher, I followed up with
questions in response to the direction of the conversation.
Open-ended questions were developed to elicit information about family caregivers’
experiences and influences in decision making among older relatives with ACI. Questions were
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developed through researching qualitative methodology and Max van Manen’s approach to
hermeneutic phenomenology in human science research. Feedback was elicited and received
from committee members with expertise in gerontology, PC, and qualitative research. Questions
started off broadly by asking participants to “tell me a little about their caregiving experience”.
This broad opening was used to elicit any pre-reflective thoughts about decision making without
prompting a specific discussion. Follow up questions were more specific to decision-making,
such as “tell me about decisions you make with or for your family member”, and “tell me about a
day that you made a decision with or for your loved one”. Subsequently, questions were more
tailored to elicit feedback on health care decisions. For example, “tell me about your experience
making health care decisions with or for your relative”, and “can you give me an example?”
Max van Manen (1990) suggests questions get to the heart of what “it’s really like” to experience
a phenomenon in the context of the individual’s life and within their role. Questions to elicit
deeper reflection about the “real” phenomenon included, “what is it really like to be a family
caregiver making decisions for or with your mom (or family member)?” Lastly, knowledge of
and experiences with discussing goals of care and PC were addressed.
To facilitate understanding and the meaning of experiences, participants were encouraged
to give examples, anecdotes, and tell stories that highlighted their experiences. It was important
that I paid close attention to the point of the anecdotes and not lose sight of the research question
(van Manen, 1990). Notes were written intermittently to reflect emotionality, non-verbal cues, or
poignant phrases during a topic or portion of the interview. However, note-taking was limited
during interviews because participants became distracted with their eyes shifting to the paper and
pen. A simple explanation, such as “I find what you just said so interesting that I want to
remember it”, seemed to re-direct the conversation and even lend itself to further dialogue.
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More substantive notes and reflections were recorded after each interview. A reflective journal
was kept to separate the researcher’s feelings before and after each interview.
Each interview was tape-recorded for analysis. The amount of time for each interview
varied, but a time frame of 60 to 90 minutes was allotted. This time frame allowed the interview
to be unhurried and allowed participants to provide in-depth narrative descriptions about their
experiences. Participants were able to reflect on experiences fully and expressed their feelings
within the allotted time frame. No participant was denied an opportunity to speak longer.
Conversely, interviews often ended before the allotted time with participants providing rich
descriptions and anecdotes of experiences. Each conversation flowed until gradually lapsing into
pauses then silence when there was nothing more to say.
Strategies for Trustworthiness (Rigor)
Qualitative research requires measures to ascertain scientific rigor. Lincoln and Guba
(1985) developed a framework for developing trustworthiness in qualitative research that is used
in many qualitative studies and will be applied in this study. Lincoln and Guba (1985) identified
four criteria to develop trustworthiness: credibility, dependability, confirmability, and
transferability. For quantitative researchers, each criterion is more or less equivalent to measures
used to establish internal validity, reliability, objectivity, and external validity.
Credibility
Credibility refers to a commitment to truthfulness and neutrality in applying research
methods and generating research reports (Lincoln & Guba, 1985). In other words, credibility is
confidence in the truth of the research and findings (Polit & Beck, 2012). Measures to establish
credibility included openly detailing the nature and purpose of the study to participants. The
researcher’s interest in the study was also clearly stated. To avoid introjecting bias, a reflective
journal was kept to record the researcher’s presumptions before each interview and reflections
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were recorded after each interview. Peer debriefing and support were carried out to elicit
feedback, explore new ideas, assess data for potential bias, defend emerging data, and ascertain
objectivity of the study (Padgett, 2017). Peer support reassured the novice researcher about the
study’s progress and allowed for open discussion about the research process and challenges.
This qualitative study aimed to gain insight into pre-reflective consciousness, therefore, member
checking was not employed after the initial interview. However, participants were allowed to
clarify, give additional information, and ask questions at the conclusion of the interview.
Triangulation
Credibility of the study was supported by triangulation with the use of two or more data
sources to support the completeness of data and conclusions (Padgett, 2017). In this study, data
triangulation included documentation of field notes; transcribed interviews by both the
researcher and independent transcription service, and reflections that were compared for
convergence. Additionally, interdisciplinary triangulation was implemented as the study was
examined by experts in nursing, social work, and gerontology. In accordance with the Office for
Human Research Protections, ECFR, 46.115, 2018, data will be maintained for a minimum of
three years after the study is conducted.
Dependability
Procedures for collecting and analyzing data were consistent for all participants.
Therefore, replicating the study with the same or similar participants under the same conditions
should yield the same or similar results (Lincoln & Guba, 1985).
Confirmability
Peer debriefing and support provided both credibility and confirmability. Debriefing
allowed research findings to be validated. Some committee members were asked to critique data
collection and conclusions separately, before debriefing. Findings were shared with the
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researcher after independent analysis. “Congruence between two or more independent people
about the data’s accuracy, relevance or meaning,” provided confirmability (Padgett, 2017, p.
585). Rich narrative descriptions also added confirmability to findings and conclusions.
Transferability
Qualitative data is not “generalizable” as in quantitative data but is transferable when
conclusions can be applied to similar settings, situations, and participants (Lincoln & Guba,
1985). Transferability was supported by obtaining sufficient and detailed descriptive data,
critically appraising decisions, analyzing data until saturation, and maintaining an audit track as
suggested by Lincoln & Guba (1985) and Padgett (2017).
Feasibility
Conducting community-based research requires buy-in from community agencies and
participants. By participating in community planning meetings in East and Central Harlem, the
needs of community members who were caregivers, or knew family caregivers residing in their
neighborhood became apparent. Furthermore, knowing that not all older adults or family
caregivers have access to elder services or partake in community programs, made snowball
sampling a more effective and feasible strategy for recruiting participants. Caregivers who
participated in the study invariably knew others in the same or similar circumstances who were
also interested in participation.
Through the support of two student research grants, I was able to pay the cost of gift
cards as compensation for participants and to pay for expenses needed to conduct the research.
Equipment and expenses included: audio tape recording equipment, transcription services,
software for data analysis, travel expenses to conduct interviews, and attendance at relevant
conferences related to the research and methodology.
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Approaches to Data Analysis
The ultimate goal of interpretive phenomenology is to explore the structure and meaning
of lived experiences (van Manen, 1990). Generally, data collection and data analysis proceed
simultaneously (Polit & Beck, 2012). The researcher listened to audiotapes to gain a general
understanding of what the participant was saying, paying close attention to words as well as
inflections in voice and tone, timing, and gaps in information. Audiotaped interviews were
transcribed verbatim by the researcher and also sent for independent transcription. Transcripts
were read and re-read several times to reflect on and distill narrative descriptions. Codes were
assigned that symbolized the interpreted meanings of sentences, passages, or phrases. At times,
in vivo coding was used when the participant’s own words gave a clear interpretation of the ideas
expressed.
Data were classified and coded through the four fundamental processes of lived space,
lived time, lived body, and lived relationship as explicated by van Manen (1990). The researcher
coded and categorized data independently and subsequently entered data into ATLAS.ti 8, a
computer-assisted data analysis software program, that helped organize, categorize, and retrieve
data. These programs help researchers explore patterns and relationships through narrative
analysis and display of data (Polit & Beck, 2012). The primary goal of the researcher was to find
repetitive patterns of human actions discovered in narrative descriptions (Saldana, 2013). Data
were analyzed for emerging themes that brought meaning to the phenomena and experience.
Metaphors were extracted to provide insight into understanding through symbolic representations
(Polit & Beck, 2012). Data were collected until saturation was achieved, meaning no new
information was obtained.
In summary, the overall goal of this phenomenological study was to explore the lived
experiences of decision-making among family caregivers of Black older adults with ACI and to

39
discover the meanings underlying those experiences. Systematic analysis followed van Manen’s
(1990/1997) approaches to human science research and utilized the guidelines of interpretive
phenomenological analysis articulated by Piekiewicz and Smith (2012) which consisted of the
following steps: (1) multiple readings of interview transcripts; (2) transforming notes into
emerging themes; (3) seeking relationships and clustering themes; and (4) describing and
exemplifying emerging themes with anecdotes from the interviews.
Chapter Summary
Chapter three detailed the process of data collection and the rationale for selected
approaches in this phenomenological study. Strategies to protect human subjects, such as rigor,
informed consent, minimal risk, voluntary participation, confidentiality, and further provisions
were described. The feasibility of the study was detailed. Finally, strategies for data analysis
were outlined. Chapter 4 will present implementation of the methodology.
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Chapter IV
Methodology Applied
The purpose of this study was to understand the meaning of decision-making among
family caregivers of Black older adults with ACIs. An interpretive phenomenological method
was applied using van Manen’s six approaches to human science research, as described in
Chapter 3. This chapter describes the study participants, research settings, and the process of
thematic analysis.
Study Participants
Eleven family caregivers who provided care for an older Black relative with ACI or
multiple chronic illnesses were recruited through an elder service agency, a faith-based
organization, and snowball sampling. Of the eleven participants, nine were caregivers of their
mothers, one cared for a grand-aunt, and the other cared for a grand-uncle. All participants were
adult females, between the ages of 39 to 65, who provided substantial help for care recipients.
Only three caregivers resided with their care recipients; all other family caregivers resided
separately from care recipients. Two participants provided care for both their mother and another
ill or impaired sibling. Although participants were not directly screened for education level, ten
participants were known to be college-educated, and six participants were registered nurses.
Nine participants worked full-time, and two participants reduced their work schedule to part-time
in order to provide care for their mother.
Research Settings
All interviews were conducted within urban areas of NYC, which included the Bronx and
Harlem (Manhattan). Settings of interviews were based on the participants’ preference and
ranged from the participant’s home, local cafés, the researcher’s office, and participants’ offices.
As McGovern (2017), noted in her article: Capturing the Lived experience: Getting Started with
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Interpretive Phenomenology Research, access to participants, timing, and patience is imperative
in qualitative research. Recognizing participants’ competing demands for time, such as work
and caregiving, interviews were scheduled based on each participant’s preferences and needs. If
a participant preferred the interview be conducted in her home, or in the evening versus the
daytime, the request was accommodated as long as the environment was safe. Enough time was
scheduled so that the interview could proceed unhurried.
Implementation of the Study
Before each interview, my reflections and thoughts were written in a reflective journal to
clear my mind of any pre-conceptions and to maintain open to discovery with each new
experience. Listening to meditative music was effective in helping me prepare for the experience
and become centered on the overreaching question “What is the meaning of the lived experience
of decision-making among family caregivers of Black older adults with ACIs?” Before each
interview, I also reviewed the guiding questions for the semi-structured interview in order to
remain attentive to the participant’s responses and non-verbal cues. The interview approach was
described in Chapter 3.
Systematic analysis of the interviews included listening to recordings, reading the
transcript of each interview several times, extracting metaphors, and note-taking. According to
van Manen (1990/1997), three approaches can be used to isolate themes within narrative
interviews: 1) holistic or sententious approach in which fundamental meanings are captured
within the readings as a whole; 2) selective approach in which phrases or statements significant
to the phenomenon are highlighted, and 3) line by line or detailed reading in which each sentence
of cluster of sentences are analyzed to reveal meaning within the phenomenon. As a novice
researcher, my zeal for rigor led me to use all three approaches. I began with the holistic
approach, reading and listening to each interview to gain a global understanding of the
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phenomenon. However, I eventually used the selective approach, highlighting significant
phrases within the phenomenon and making notes. Detailed readings were also done to capture
meanings and to code data. Subsequently, interview notes were coded, categorized, and
transformed into emerging themes. Emerging themes were clustered, and narrative descriptions
that exemplified the structural element of the phenomena were extracted.
To discover the essence of the experience, van Manen’s six activities to hermeneutic
phenomenological research were applied. First, I remained committed to the phenomenon and
the research question by reviewing the questions before each interview and throughout the
process of analysis and interpretation. Bracketing, or epoché, a Greek term that refers to
suspending presumptions and judgments, was accomplished through journaling before and after
each interview. Journal entries included notes about participants’ responses and emotions as well
as the researcher’s responses and feelings before and during the interview. Relevant notes from
journal entries were included in the analysis and discussion. Second, I was fully present and
attentive as I investigated the experiences of participants through thoughtful questioning,
eliciting examples, and listening to experiences shared by participants. Before the interview
began, I spent time building a rapport and helping participants feel comfortable. I was also
attentive to each participant’s level of comfort throughout the interview. Third, a process of
intense reflection and reduction revealed essential themes that characterized the phenomenon.
This was a thought-provoking and time-consuming process in which meaning was revealed both
day and night. Sleep became productive ground for gaining insight and meaning into the
phenomenon, necessitating me to sleep with a pen and pad nearby to jot down ideas. Fourth,
writing and re-writing was a creative endeavor that unfolded various aspects of the experience
while maintaining committed to participants’ voices. Initially, reflective summaries that
expressed the overall essence of the experience were written. After, I read each interview several
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times, highlighted significant passages, and wrote short descriptions or words as codes. In some
cases, participants’ direct words or in-vivo codes were used. Later codes were analyzed,
categorized, and labeled according to the existential themes that pervade lived experiences (lived
space, lived time, lived relation, lived body). However, given the broad nature of the
fundamental life themes, additional context was needed to help identify categories and the
emergence of patterns and themes. Poignant metaphors and anecdotes were extracted for further
reflection and to interpret and write the meaning of the experience. Fifth, a pedagogical stance
allowed for open exploration with wonderment and the prospect of discovery. Sixth, balancing
the research context by considering the parts and the whole was most challenging. That is to say,
putting it all together and organizing the structure so that the meaning of the experience would be
clear, presented challenges. An enormous amount of rich data was obtained that made it difficult
to select which anecdotes expressed the meaning of the phenomenon best.
I interviewed each participant, audio-taped, and transcribed the interviews. Subsequently,
the taped interviews were sent for independent transcription to confirm the accuracy of
transcriptions and to maintain objectivity. Each interview lasted between 45 to 60 minutes. The
semi-structured interview was designed to elicit rich descriptions and examples of lived
experiences that would explore the depth of what the experiences were “really” like.
Participants were open and willingly shared their experiences. At the conclusion of each
interview, personal reflections were written in the reflective journal that included both
participants’ emotional and non-verbal responses and the researcher’s feelings and responses.
Approaches to Thematic Analysis
Initially, I listened to each interview to gain a feel for the total experience. Second, I
transcribed the taped interview verbatim and inserted observations made during the interview,
such as inflections, intonation, and non-verbal cues (e.g., tears, sighs, pauses). First-level
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analysis began with a holistic view gained by listening to each audio-taped interview while
simultaneously reading the transcript. After reviewing each interview, reflective notes were
written that illuminated the essential meaning of the experience as a whole. Examining
reflective summaries through the lens of the four foundational themes articulated by van Manen
(1990) provided the structure for developing codes and categories. Next, each interview was reread several times and analyzed using the selective thematic approach in which selected
statements and metaphors were extracted. Notations were made on transcripts that elucidated a
meaning or significance to the statement(s). To remain oriented to the phenomena, metaphors
related to the research question(s) and that revealed insight into decision-making and the family
caregiving experience were coded. Lastly, a line by line reading and analysis of each interview
was performed. Data were coded, categorized, and analyzed for emerging themes.
A codebook was developed to keep track of codes and emerging themes from participant
responses, metaphors, and reflections. Each participant’s response was color-coded, and similar
themes were highlighted. Emerging themes were categorized by the experience and in response
to the research questions. Once each interview was analyzed, the transcript was uploaded to
ATLAS.ti8, a software program that allowed narrative data to be coded, categorized, and
retrieved. Subsequent interviews followed the same pattern and were coded and analyzed for
similar themes until saturation was achieved. Finally, themes were extracted from the
codebook, metaphors, and reflective summaries after multiple readings.
According to van Manen, interpretation can be gained by insight into actions, behaviors,
intentions, experiences, and situations (1990, p.19). All metaphors and responses were carefully
contemplated by asking, “what are they telling me in this story or response”; “what is the essence
(or eidos) of decision making among family caregivers in this situation?”. Eidetic reduction, an
investigative method of removing or reducing themes to the essential structures or essences of
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the phenomenon, was employed (Husserl, 1967). Through intense reflection and complex
processes of reduction, themes emerged that captured the essence of decision-making as
experienced by family caregivers of Black older adults with ACI. These essences were then
transformed into thematic statements that captured the essence of decision-making as
experienced by family caregivers.
Chapter Summary
Chapter four described the study participants, research setting, and detailed the process of
implementing this phenomenological study. Chapter five will present the findings of the study
and will provide narrative descriptions that capture the fullness of caregivers’ experiences.
Themes and essential meanings are revealed.
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Chapter V
Findings of the Study
Findings of this phenomenological study are presented through the narrative descriptions
of participants’ experiences and the interpretation of meanings derived from those experiences.
Thematic analysis and interpretive statements are revealed that elucidate the essences, that is,
essential meanings that emerged from the phenomena of decision-making among family
caregivers of Black older adults.
Overall Findings of the Study
The purpose of this study was to discover the meaning of decision making among family
caregivers of Black older adults with advanced chronic illnesses (ACI). Essential themes
elucidated in the meaning of decision making among family caregivers initially evolved around
four themes: 1) committed/embodied relationship; 2) intentions and motivations; 3)
learning/transforming from experiences and 4) situational decisions. Further reflection reduced
these essential themes to three thematic statements: 1) living out commitments with intention; 2)
making meaningful decisions situated in context; and 3) reflecting on the past, anticipating the
future. These essential themes were discovered through careful contemplation and interpretation
of the lifeworld and stories of each participant as expressed through the lens of van Manen’s
(1990) four fundamental existential themes: lived time (temporality), lived human relation
(relationality or lived other or communality), lived body (corporeality), and lived space
(spatiality). These fundamental themes are basic to lived experiences and are “pre-verbal,
therefore difficult to describe.” (van Manen, 1990, p. 18). To discover and articulate the essential
themes required intense reflection, thematic reduction; writing and re-writing; and considering
the parts and the whole.
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Participant Experiences within Essential Themes
Participant experiences provided the data for interpretation of the meaning of decisionmaking among family caregivers of Black older adults with ACI. A description of the lived
relationships of participants and a variety of experiences are provided that address the
phenomenon and research questions. The participant’s own words, as quoted, punctuates the
phenomena and help capture the full meaning of the experiences.
Living out Commitments with Intention
Committed and embodied relationships emerged in all participants, although in unique
ways. That is to say, commitment and embodiment were experienced positively and negatively
at different times and situations. Commitment refers to “the state or an instance of being
obligated or emotionally impelled” (Miriam Webster Online Dictionary, 2019). Embodied
relationships encompass knowing and understanding the emotional and physical experience of
another as if personally experienced. Lived relations captured the multidimensionality of shared
experiences, which often overlapped with lived time, lived space, and lived body.
For the participants in this study, their commitment was shown through intrinsic and
extrinsic motivations that attributed emotional meanings to caregiving and decision-making.
Many participants alluded to being grateful their loved one was still alive. Regardless of
physical and emotional challenges, most participants were willing to do what was necessary to
preserve the relationship. Intrinsic motivations included moral values, role expectations,
enjoyment, feeling needed, and feeling rewarded for doing the “right” thing. Support of
decisions by other family members and care recipients were deemed important but ephemeral at
times. Conflicts arose when decisions were not supported. During times of conflict, eliciting
“buy-in” from family members and care recipients were important aspects of decision-making.
To discover the meaning of decision- making among family caregivers first necessitated an
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understanding of the lived relationships between participants and care recipients, as described in
the sections that follow.
Alma (Participant 1)
I appreciate having my mother up to age 85. It’s a lot of work, and there were times
when I was getting sick because I would sit at her bedside all night, and sleep in a chair
and I realized that to take care of. . . a family member is heartbreaking. It’s rewarding
and heartbreaking at the same time. . . You have to live with whatever you do. If you
don’t take care of them and something happens, you have to live with that.
Alma is the only daughter of her mother, who is totally dependent and has a history of
hypertension, COPD, weakness, and impaired mobility. She is in her late 50s to early 60s and
works as a registered nurse. Alma resides with her mother during the week and travels to Florida
every weekend to help care for her brother, who also suffers from ACI and was recently
diagnosed with lung cancer. She is grateful that her daughter works for an airline company that
makes travel back and forth from NYC to Florida possible. “I wouldn’t be able to take care of
my brother. . .imagine that. . . I couldn’t afford that every week.” Alma appeared exasperated
and began sharing her experiences immediately as she arrived. We sat at a table in my office
since the location was most convenient for her.
Alma is relational with very close family ties with her immediate family. She is
committed to her mother and fully embodied in the relationship. Despite feeling exhausted,
Alma expressed that she follows her heart and gets satisfaction when her mother “feels better”.
Alma reflected on a situation when her mother was soiled and wanted Alma to clean her up even
though the aide was there. Initially, Alma got angry, but when she was almost through, her
mother said: “I really appreciate what you do with me, I feel so much better.” For Alma, the
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reward was that her mother felt better, “not even that she thanked me because you can say thank
you to anything (eyes filled with tears), but when she said I feel so much better.” This
experience showed the close, committed, and intimate bond between mother and daughter.
Natalie (Participant 2)
I haven’t really dealt with a relative who is aging and, in this condition, so it’s hard
because I didn’t have to, but then I would feel really bad if . . .
I met Natalie in a neighborhood café in Harlem. We sat at a small table in the café as she
watched her dog who sat quietly outside while we talked. Natalie is a young, single, AA
attorney, in her late 30’s. She is the caregiver of her grandaunt, age 92, who has resided in
Harlem for many years. Natalie is frustrated because her grandaunt is undocumented and has no
medical insurance which severely restricts access to needed health services, “She doesn’t have
coverage which makes everything ten-thousand times more difficult.” She described her
experience of becoming a family caregiver and decision-maker as something she fell into:
She wasn’t going out as much as she used to. So, I would just stop by and say ‘hi’, and
then it turned into me bringing her some groceries. . . then it turned into me doing a little
bit more and more and more. . . Just to streamline it, she ended up just letting me be the
power of attorney because for her to come out the house now is just a production, it’s just
too much.
Regardless of how Natalie became a caregiver and decision-maker, she felt ethically
bound and accepted the responsibility. Natalie is close, caring, and committed to her grandaunt.
She has legal authority to transact business but remains transparent and makes decisions with her
grandaunt. Natalie shares caregiving responsibilities with her father after convincing him to
move in with his aunt. However, Natalie “feels lonely” because she did not think she would
experience caregiving and decision-making before age 40. Natalie’s caring and embodiment
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were apparent as she described caring for her grandaunt after discharged from the hospital due to
a fall.
You talk about being weak; you need to eat. So, now I’m like feeding her sometimes
because if it’s up to her, she’ll take two bites of what I give her. So, I have to have her try
to take another bite for me, and she’ll eat that way.
Nia (Participant 3)
She’s always my number one priority. When it comes to making her health care
decisions, I try to put myself in her place. What would her wishes be or my dad’s wishes
too, because I respect them. . . we’re kind of like partners.
I met Nia in a private space at home since it was most convenient for her. Nia is the only
daughter of her mother and biological father. She is in her late 30’s to early 40’s and works fulltime. Nia’s mother suffers from chronic asthma, anxiety, and she had knee replacement surgery.
She has step-siblings and a family of her own. Nia partners with her father for caregiving
responsibilities and decisions. She has a close, trusted, and committed relationship with both
parents. As an only child, she feels the pressure of making meaningful decisions but empathizes
with both her mother and father in making decisions.
Zara (Participant 4)
I'm at the point right now where I'm going to have to get my own place. And that doesn't
mean I'm separating my responsibilities from my mother. It just means that I have my
own space. . .and that I can have a more healthy dialog with her. But I will always be
there for my mother.
I met Zara for breakfast at a local restaurant. She arrived in work-out clothes, ready for
the gym after the interview. Zara is the primary caregiver of her mother, age 76, with
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hypertension, impaired mobility, and mild depression. Zara is in her 40s and is the youngest
child and only daughter of her mother. She is an English teacher and a life coach. Zara resides
with her mother, which is a point of contention in the relationship. When I met with Zara, she
was frustrated and exasperated because her mother demands more and more time and attention.
This was a common theme among caregivers who expressed frustration as aging, vulnerable
family members became more reliant on family caregivers for time and attention. Despite
personal challenges, Zara felt compelled to take on the role of caregiver after her father died.
My mom and dad were married for years, and at the time that he passed away, which was
twenty years ago, I was going through a proper divorce, so I had to stay with my mom. I
was working at the time. My mom was retired. And after he [Zara’s father] died, I was
diagnosed with breast cancer. So, she [mother] was already going through her
depression with my dad [passing]. So, I really had to be strong for myself and for my
kids and her. I never had to . . . so I just took on that role.
Embodiment for Zara contrasted with the positive experiences of other participants.
Lived space was impacting Zara’s sense of autonomy and self-care. Despite the tension, Zara
insists she will “always be there for her mother.” During the interview, I perceived a sense of
knowing and understanding that transcended physical boundaries. Zara knows that to maintain a
healthy relationship with her mother requires coping strategies, such as setting boundaries and
taking care of herself. She also faces resistance in decision-making because she is viewed as the
child, even though she feels more like the parent. The sense of role reversal caused resentment
when caregivers’ decisions or suggestions were ignored.
Nicole (Participant 5)
She makes me feel like I don’t know what I’m talking about. So, it’s a little difficult
[making decisions]. I think that sometimes it’s better when you’re not dealing with family
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members because they think “I’m her child” so, she may think that I really don’t know
what I’m talking about. I’m an adult and a senior, so I’ve been around the block. Even
though it is your parent, you love them dearly. You try to explain to them, but they still
think of you as a child.
Nicole is the only biological daughter of her mother and father. Nicole is in her early 60s
and works full-time. She is married, but is also committed and intimately involved with her
mother's care and with decision making. Nicole’s mother suffers from arthritis and diabetes due
to the removal of her pancreas from cancer many years ago. Nicole’s father suffered from ACIs
for many years before he died three years ago. Her mother now lives alone in a private home she
shared with her husband for almost 50 years. We met in a quiet area at home since it was
convenient for her. Similar to other family caregivers, Nicole’s caregiving journey for her
mother began after her father died.
For Nicole, embodiment was recognized in the close and shared understandings
developed between mother and daughter over time. Being viewed as a child, despite being an
adult permeated the experience of Nicole and several other family caregivers. Many participants
described relationships with care recipients as a “role reversal” or “I felt more like the parent
than the child.” Transformation of relationships and role expectations were apparent as
caregivers grappled with decision making and role expectations.
Tee (Participant 6)
I love my mom, dearly. The relationship can be challenging at times because my mom
can be very high willed. So, I would call it a strain; it’s not a strain at all. I just do what
needs to be done, but I have five siblings, a host of nieces and nephews, and
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grandchildren and great-grandchildren . . .and they really don’t help at all. . . She’s my
mom, and I’m going to take care of her as long as she’s with me, as long as I’m here.
Tee is the daughter and middle child of her mother, who has arthritis and peripheral
vascular disease. Her mother moved in with Tee and her family after becoming ill when she
lived in the Caribbean. They reside in a private home in the Bronx. Tee is in her 60’s and works
full time. We met in a private area at Tee’s home since it was most convenient for her. Tee
described her experience as a family caregiver as both challenging and rewarding. However, she
emphasized that her mother’s quality of life is better being at home. In the anecdote above, Tee
contradicts herself, saying “I would call it a strain,” then changes to “I wouldn’t call it a strain at
all . . .”. This contradiction may simply be a misspoken word, but it may also indicate that Tee is
uncomfortable speaking words that indicate the caregiving relationship is a strain. Getting
family members to help was a challenge for many family caregivers, including Tee. Lack of
family support in decision-making and caregiving created a sense of resentment and aloneness.
Tee is a spiritual person and uses spirituality to cope. She is committed to her mother and goes
out of her way to make her happy “I do things that I know she likes doing.”
Lena (Participant 7)
When I leave work, I'm thinking for three. I care for my mother, who lives with my blind
brother. He's very independent, but he's blind. So, everything I think about, I think about
in three. And my brother's very compliant and grateful. My mother's very contentious and
ungrateful. Whatever you do, it could be more.
Lena is the middle daughter and primary caregiver for her mother, age 84, with diabetes
and hypertension. Lena also provides supportive care for her brother, who is blind and lives with
their mother. Lena is an advanced practice registered nurse. We met in a private room in her
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office during lunchtime. She appeared frustrated by the caregiving and decision-making
experience because she feels unappreciated and taken for granted, “because I'm there all the time,
she [mother] doesn't see it as quality time.” Similar to other participants, demands for more time
and attention, and a lack of respect for boundaries by her mother were causing conflict. To
protect some sense of space and independence, Lena conceals time for herself by not telling her
mother when she is not at work. Otherwise, her mother expects all her time to be spent with her.
Despite the contentiousness of the relationship, it is clear that Lena is committed and embedded
in the relationship with both her mother and brother. “I want her to be here [for]a long time.”
However, there is a lack of reciprocity in relation to mother and daughter.
Rose (Participant 8)
Sometimes they [siblings]think,” just put him in a nursing home and he’ll do fine there,
you don’t have to worry about anything else.” But you have to think that this is a man
who still understands what’s going on. That is a challenge. They’re [siblings]saying,
they “don’t understand that kind of psychological piece of the attachment, of wanting to
be home because I worked for over 50 years to build this.” So, anything that happens,
they say “see, if he were in [a nursing home].” But it’s a “buy out” now because now
they see how well he’s doing; he’s doing so much better at home.
Rose is the primary caregiver of her granduncle, age 89, who has been chronically ill for
the past 15 years. She is respected as the decision-maker, not only because she is a registered
nurse but also because she cared for her mother, grandmother, and mother-in-law at the end of
life. I met Rose at the home care agency where she works as an RN supervisor. Rose is
committed to her granduncle and empathizes with his desire to maintain a sense of independence
and to be at home. Temporality, relationality, and lived space permeated this decision-making
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experience as Rose knows her granduncle’s wishes and honors her granduncle’s lived
experience.
Similar to other participants, concepts of embodiment, commitment, and “knowing the
person” in the caregiving relationship are illuminated. It is an intersection of the lived relation,
lived body, lived time, and lived space. Rose understands that her grand-uncle’s desire to be
home is influenced by his lived time “building a home” and working for 50 years to achieve this
place where he finds comfort (lived space), shared memories (lived time) and where he can be
himself even within his bodily limitations (lived body). Knowing this, Rose advocates to keep
her granduncle at home.
Sandy (Participant 9)
She’ll give push back, ‘I’m not doing it.’ Like, with the dialysis, we didn’t have a graft or
a fistula placed because she was very adamant about not going on dialysis and how
dialysis would impact her life, and how it impacted other people that she knows. I had to
arrange for a class with the dialysis instructor to show her the different [types of] dialysis
and how dialysis could improve her health and her way of living. So, after we went to the
classes, then she says ‘I think I can do that peritoneal dialysis, I think that would be the
best thing for me’. But you have to show her, encourage her, and push her along.
Sandy is the youngest child and only living daughter of her mother, age 86, with a history
of diabetes, end-stage renal disease, and hypertension. She works as a registered nurse in homecare. Sandy’s mother is at the stage of renal disease where dialysis is inevitable; however, her
mother refuses. Sandy is committed and “knows” her mother. To get “buy-in” from her mother
requires formal teaching so that she can make up her own mind. Although Sandy’s mother
makes the ultimate decision, Sandy’s resourcefulness and support facilitated the decision. Within
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the lived relation, “knowing the person” was important for family caregivers and care recipients
in making meaningful decisions. That means, knowing what to expect and how to manage
family members’ responses to health issues were important.
Dee (Participant 10)
My mother had me at a young age, so my mother’s only 72. Many of my friends’ mothers
are much older, so some have gone on. So, I watched them. Losing your mother is a hard
thing, but I’ll do the best that I can. I have my daughter also; she loves her grandma.
Every other week the conversation is, “if anything happens to me, please be there for
grandma.” I just want my mom to have the best care.
Dee is the only daughter and eldest child of her mother, age 72, with a history of diabetes,
hypertension, and anxiety. She is in her early 40’s with a young daughter and family of her own.
I met Dee in the home care agency, where she works as a registered nurse. Dee’s mother had her
when she was very young, so mother and daughter are very close and have both a reciprocal and
dependent relationship. That is to say, the mother is sometimes dependent on the daughter as
Dee noted, “it would seem as if it was that kind of relationship where she [mother] would come
to me.” Dee’s mother sacrificed to provide a good education and opportunity for her daughter.
Dee views her role as “natural” since, at a young age, she was the one “everyone came to fill out
all the paperwork and write everything.” She is fully embodied with her mother, participates in
all health care decisions, and expects to be in the know.
Caren (Participant 11)
I had a very close relationship with my parents, but making decisions and dealing
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with changes she’s been going through is tougher than I thought. I thought that, because
we had such a close bond all my life, that it would be easier, but I found that it’s harder.
And I think sometimes it harder because she’s not understanding where I’m coming from
anymore. It’s not the same.
Caren and I met in a private area in my office since it was the most convenient location
for her. She is the eldest and only daughter of her mother, age 76, with hypertension, vertigo,
and arthritis. Caren is in her late 50s to early 60s and works part-time as a nurse practitioner.
She is fully committed and embedded in her relationship with her mother but is also in turmoil
because she feels misunderstood. As a nurse practitioner, Caren focuses on the medical model of
care and medical treatments for her mother. However, Caren’s mother resists medical treatments
and resents being persuaded to undergo diagnostic tests and treatments. These differences in
beliefs cause considerable conflict between mother and daughter, as her mother claims, “you’re
always siding with them.” This ongoing interplay between mother and daughter shows that each
one is “known” by the other. However, as her mother ages and becomes more vulnerable, Caren
becomes the target of her unexpected anger. Subsequently, the agony of feeling disconnected
and targeted, despite personal commitment and intentions to do good, were palpable:
It’s not what you expect. I mean, as a nurse, I understand the process of aging, but it’s
very personal, it’s very unique, not everyone ages the same. I see the temperament
changes. So, a lot of times she’s angry a lot . . . and I don’t know . . .that hurts more than
anything else. I don’t want her to be angry (tearful). I can’t control that, so that hurts. I
don’t want her to be angry for her last days.
The depth and emotionality of embodied relationships were exposed in many anecdotes
shared by participants. Grieving loss connections, fear of loss relationships, and feeling unable
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to control a loved one’s feelings or decisions, emerged from the experience of Caren and other
family caregivers. Each participant experienced embodied and committed relationships with
care recipients, although in different ways. Anecdotes provided insight into the lived experiences
of the family caregiver relationships, which shapes decision-making. In many instances, it is not
possible to separate the lived relation from the lived body, lived time, or lived space. These
fundamental structures exist within the life world of participants and are inseparable.
Intentions & Motivations
Understanding intentions and motivations as the impetus to act in particular ways and
situations provided insight into the meaning of decision-making as experienced by family
caregivers. Intention encompasses the purpose and goals one wishes to attain (Miriam Webster
Online Dictionary). Brentano, the teacher of Husserl, emphasized the “unity of consciousness”
in which “consciousness is revealed in the pre-reflective or inner perception that accompanies all
intentional acts” (Hart, 2012). Crotty (1996) described intentionality as being '’the idea that...
every' thought is a thought of something, every desire is a desire of something, and every
judgment is an acceptance or rejection of something.” (p. 18). As such, decisions are directed
by intentions and are outcome-driven. Motivations are goal-directed behaviors and actions that
can be biological, emotional, social/cultural, and cognitive. To address the research question of
“What is the meaning of decision-making among family caregivers of Black older adults with
ACI?”, an analysis of the intentions and motivations behind various decisions were examined.
Beliefs and values that influence health care decisions are explored in the section that follows.
Beliefs and Values
Beliefs and values underlie motivations and are often the impetus for decision-making.
Beliefs are ideas that one holds to be true. Values are principles, standards, and qualities held in
high regard that guide the way one lives and makes decisions. Intrinsic values are internal to
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individuals and help guide moral judgment; that is, what is right or wrong (Zimmerman &
Bradley, 2019). Beliefs and values are shaped by social, cultural, religious, individuals, and
other experiences.
In this study, beliefs and values were often implied but not explicated; therefore,
interpretation was derived from narrative descriptions in the text. Rose (Participant 8) decided to
keep her granduncle at home despite his deteriorating health. She was motivated by knowing her
granduncle wanted to be home, respecting his wishes and her belief that “they all [family
members] want to be home.” Long-held beliefs based on past experiences and expectations
motivated Rose’s decision, “My grandaunt died in 1993, she was another person who wanted to
be home, so she stayed home, and she died in a home where she belonged.” Lived space
encompasses, not only the physical space, but the felt space, the place where one “belongs” and
feels comfortable, and at home.
Values and beliefs about culture, gender roles, family position, and expectations endure
over time and influence the decision-making experience. Participants who were the eldest child
felt more responsible for caregiving and decision-making based on role expectations. However,
family position made little difference in this study because caregivers were almost evenly
divided between the youngest, middle, and oldest child. On the other hand, it is difficult to
interpret the influence of family position with a sample of unique individuals who accepted
responsibility within the lived relationship.
Gender was more likely to contribute to role expectations. In this study, five caregivers
described themselves as the “only girl,” and one was the only girl still living. Gender
expectations abounded as participants typically took on decision-making within their caregiving
roles. However, decisions were not always supported by other family members. Participants
who were not supported in decisions felt alone, scapegoated, and unappreciated. For example,
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Caren described trying to keep her brothers involved in health care decisions, but one brother
always disagreed with her decisions, but would sarcastically concede.
I’m not an only child, but I’m the only daughter, and I have other siblings, and I’m the
oldest, which has not been a problem before. But now, it seems like when I ask my
brothers to help make decisions, they’re like, “just go ahead and do what you’re doing,
you’ve been doing what you’re doing all along, so just do it.” So, I’m trying to keep them
involved in everything, but it’s getting harder.
It is possible Caren’s brother did not want to make a decision or be responsible for any
unknown outcomes or consequences. It is also possible that decisions were deferred to Caren
because she is a nurse and has more medical knowledge for decision-making. Another
possibility for the discourse in decision-making is related to the sibling relationship and a history
of belittling behaviors.
Only three participants alluded to decisions made by male family members, such as
brothers, fathers, or sons. In situations where male family members participated in decisionmaking, they played a more passive role. That is to say, the primary caregiver made the decision
or suggested a course of action that was either supported or unsupported. Lack of support often
caused conflict between the caregiver and both the family member(s) and the care recipient.
Values conflict sometimes revolved around medical procedures and treatment decisions versus
perceived quality of life. For example, one sibling complained, “I’m [caregiver] taking her to
too many doctor appointments, we know it’s old age, just let it be.” Conversely, the caregiver
insisted, “I want to know where this is coming from, so we need to get her certain care for the
right diagnosis, but he fights me on that.”
Control issues and projected guilt were revealed as a few embodied family caregivers
were reluctant to allow others to make decisions. For example, one participant insisted her
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mother’s neurological status be evaluated when she began having changes in her memory “I
don’t know if it’s because I’m a nurse first and foremost that I need to know if there is something
neurologically going on.” Even though her mother complied, she was very bothered by the noise
of the MRI and later complained to her son, “Oh, look what she made me do, now I have a
headache all the time.” These sentiments caused hurt, guilt, and frustration for the caregiver,
whose intention was to help her mother but instead heard her brother’s disapproving remark
“Mom you don’t have to do nothing you don’t want to do anymore.”
For some family caregivers, living up to expectations based on values and beliefs created
stress and resentment. Although Zara was the youngest child, she was the only girl; therefore,
she was expected to take on the caregiving role for her mother, and for her mother’s siblings,
nieces, and nephews. Zara felt pressured to live up to her mother’s expectations and felt guilty
when she did not.
I grew up in the southern tradition, and my mother's the oldest sibling, and she feels that
she's responsible for her kids, her siblings, and she puts that responsibility on me. I'm the
youngest, but I'm the girl. So, I can't do that anymore. It's just so unhealthy. I survived
breast cancer three times around. Now, he [the physician] tells me I got pre-diabetic, this
and that. So, once I remove myself from that situation, lost 30-40 pounds, got back to my
normal weight, everything is right, but I removed myself from that toxic stress.

Southern tradition implies respect for parents, regardless of one’s age or whether one
agrees or disagrees. Some expectations that endured over time can have detrimental effects on
caregivers. In this case, Zara’s’ decision was to preserve her own health so she could be
available to her mother.
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Summary
Beliefs and values were driving forces behind decision-making for family caregivers.
Living up to commitments based on beliefs and values were both meaningful and insightful. To
understand the influence of beliefs and values required an understanding of family, cultural, and
personal expectations. Some participants were motivated by shared beliefs and mutual values,
while a few participants recognized a need to change long-held but ineffective attitudes and
beliefs. Nevertheless, all participants complied with expectations and lived up to commitments
based on values and beliefs. Those who held changing values and beliefs, were determined to
change future patterns but still performed as expected in their current relationships. Participants
valued care recipients and their close relationships. Decisions were motivated by caregivers’
intentions to protect, guard, comfort, and keep care recipients alive and as healthy as possible.
The next section explores situational decision-making in the context of lived relationships.
Making Meaningful Decisions Situated in Context
In exploring the experience of health care decision making among family caregivers, it
was noted that decision-making was contextual and fluctuated between caregivers and care
recipients. In other words, health care decision-making was dependent on the circumstances
surrounding the decision, such as whether the situation was emergent or non-emergent; acute or
long-term. Emergent decisions were often decided by the caregiver but always in
communication with the care recipient. Acute decisions were managed similar to emergent
decisions because they involved the management of acute symptoms that were typically decided
by caregivers. However, once the acute episode was over, care recipients often took control over
whether they would continue the interventions on a long-term basis. Non-emergent health
decisions, such as adherence to diet or medications, were influenced by the situation and
typically made collaboratively with the caregiver, care recipient, and sometimes with the health
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care provider. Health care decisions also guided quality of life issues, such as living
arrangements and whether a family member should remain home or be placed in long term care.
Regardless of circumstances, most decisions were made collaboratively with care recipients.
Decisional Dynamics and Outcomes
Emergent medical decisions were deemed necessary to preserve or protect life, limb, or
eyesight. In these situations, immediate actions or a choice not to act was warranted. Making
meaningful decisions under emergent situations revolved around understanding the situation,
knowing the person, and having a trusting relationship with the care-recipient. Temporality,
vulnerability, and fear of loss were underlying incepts of emergent decision. For example, Alma
described an emergent decision after her mother fell while in rehabilitation and was suspected of
having a bleed in her head. After consulting with the physicians, Alma was faced with deciding
whether her mother should consent to brain surgery. Although her mother suffered chronic
conditions for many years, Alma described this event as “the first time she was sick” and “the
first time she didn’t know what to do.” This situation illustrated the difficulty in making
cognitive decisions during times of stress and confronting vulnerability.
Recognizing Alma’s distress, her mother took control of the initial situation and decided
Alma should call the physician. When Alma regained her composure, she decided against the
surgery, “I said to the doctor, we won’t go in her head, we’ll wait and see; and they gave her
vitamin K, and the bleeding stopped.” In this situation, decision-making was a back and forth
process within the lived relationship. Ultimately, decisions were controlled by both mother and
daughter, and facilitated by collaboration with health care providers. Alma openly
communicated with her mother during the decision-making process, and the mother’s trust in the
daughter’s decision was evident.
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Uncertainty and second-guessing often accompany emergent decisions over time.
Although Alma’s decision to defer surgery resulted in a positive outcome, she questions whether
her action was correct over time, “the brain never shifted back to its normal position, so I think
that was affecting her walking. I think about it from time to time, but it’s better than making burr
holes and all of that.” Similarly, Natalie helped her grandaunt decide to have cataract surgery,
but when the healing was delayed, she wondered, “did they mess up a lot with the surgery?”
Decision-making means living with uncertainty but being resolved that the decisions were made
with the best intentions for positive outcomes.
In other situations, emergent decisions were made solely by the caregiver who recognized
the need for immediate action. Participants who were registered nurses were more astute in
recognizing acute changes and more assertive in making emergent decisions that were accepted.
One participant described a situation when her mother needed a pacemaker but refused. In this
case, the caregiver overrode her mother’s refusal and managed to convince her mother of the
need. “Mom were gonna get a pacemaker, your heart rate is 38; you can’t stay like this.” In the
end, the care recipient consented to the pacemaker and appreciated the outcome, “I am so glad
you talked me into that pacemaker, I feel so much better.” Another participant recognized
significant changes in her mother’s health, prompting her to take charge and insist that her
mother goes to the hospital:
My mother is very difficult to go to the doctor. If she’s not feeling well, she won’t tell you.
I have to come and look at her and say your blood pressure is high, this is not right, your
blood sugar is high, you’re not eating, you’ve been vomiting. In that case, I have to
become the mother; I have to force her and say, no, no, we’re going. And take her to the
hospital.
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Decisions were heavily dependent on the lived relationship and trust in the decisionmaker. At times, care recipients attempted to conceal health challenges from caregivers and
preferred not to seek medical attention. However, family caregivers often recognized significant
changes and made decisions to act in emergent situations. Overriding decisions gave family
caregivers a sense of role reversal as they became the main decision-maker.
Encounters with health care providers and the health care system gave insight into
collaborative and “shared decision-making” that sometimes conflicted with family caregivers’
decisions. For example, one participant described a situation when the health care provider
wanted to perform open-heart surgery despite the caregiver’s opposition. It was her daughter’s
resourcefulness and her mother’s enduring trust in her daughter that averted the surgery.
After she had the artery problem [occluded artery], they wanted to do open-heart
surgery. I’m a nurse, and I have friends who are cardiologists that I used to work with.
They referred me to a cardiologist at a prominent hospital who reads catheterization.
Everybody else was saying she was 90 percent occluded, and he [the cardiologist] was
saying she was 70 percent occluded. They don’t do the surgery until you are 90 percent
occluded. So, I went back to her, and I said, mom, we’re not going to do this open-heart
surgery because you’re 70 percent occluded. I said, if anybody comes for you to sign
something, do not sign, tell them to talk to your daughter. My mom said no sooner than I
left the hospital, a doctor showed up with a paper for her to sign. And he said to her,
you’re going to actually let your daughter make decisions for your life? This is your life.
He said, I’m telling you, you’re 90 percent, if you don’t get the surgery you’re gonna die.
So, my mother says she told the doctor, I trust my daughter with my life, and I’m not
signing anything unless she’s here. So, she ended up not getting the heart surgery, and
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they treated her with medication. Maybe five years after, that’s when they told her she
needed a stent. So, by that time, I knew, and I encouraged her to get it.
Mistrust in the health care system and health care providers is promulgated when health
care decisions by caregivers and care recipients are disrespected. In some cases, health care
providers openly communicated health care issues with caregivers but less with care recipients.
These dynamics created a level of discomfort in some caregivers who feared overstepping
boundaries while at the same time advocating for family members. Dee pointed out the
complexity of collaboration and decision-making as a registered nurse and family caregiver.
It’s challenging speaking with providers because my mother, she’s proud of me, and she’ll say,
‘my daughter is a nurse’. However, I’m trying not to overstep that because after all, he’s her
provider. But I always have her interest at heart.

For most family caregivers, the experience of making meaningful decisions was stressful
and emotional. One participant described the emotionality of decision-making as
“heartbreaking”. Being a nurse and family caregiver takes on special significance and
responsibilities as family look to them for guidance in health care decisions.
My brother called me today to tell me they want to give him a defibrillator because his
heart is getting weaker. And it was heartbreaking, and then he said to me, is that bad?
And I couldn’t answer him (eyes fill with tears). Because I have to wait until I can
answer it. So, you also know, as a caregiver, they’re gonna look to you, your response to
things, so you have to be level-headed, but it’s hard not to be emotional.
When the care recipient’s decision differed from the caregiver’s goals or beliefs,
conflict sometimes erupted that caused tension in the relationship. Participants who were
registered nurses sometimes experienced conflict between their professional role and family role.
Differences in values and beliefs often revolved around medical treatment versus homeopathic
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treatments. For example, one participant explained that her mother’s belief in homeopathic
treatments interfered with her adherence to medications after an acute stroke.
Summary
Making meaningful decisions was a dynamic process that was relational and situational.
Decisions fluctuated between caregivers and care recipients but were typically collaborative and
always communicated to care recipients. Dynamics included understanding the context of the
decision, recognizing changes, taking or relinquishing control when necessary, respecting
wishes, and getting “buy-in” from care recipients and other family members when necessary.
Experiences with decision making during crucial times were often the impetus for reflection,
transforming perceptions, and anticipating future decisions as addressed in the sections that
follow.
Reflecting on the Past; Anticipating the Future
For many participants, discussions of goals of care (GOC) and end-of-life-care
(EOLC) were precipitated by personal experiences and significant events that occurred with the
death of a loved one. Family disputes erupted from either indecision or decisional conflict
during the final days or after the death of a loved one. These disputes often resulted in fractured
family relations and hurt feelings. Intentions to avoid family conflicts in the future motivated
participants and family members to have formal or informal discussions about GOC and EOLC
decisions.
Goals of Care and End-Of-Life-Care Decisions
Goals of care (GOC) referred to discussions about care preferences based on the care
recipients’ desires, values, and beliefs. For this study, GOC included discussion of care
preferences, life-sustaining treatments, ACP, and EOL decisions. Participants were first asked if
they discussed GOC with care recipients or anyone else? Follow-up questions were based on
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participants’ responses to the initial question. That is to say, if a participant appeared confused
by the term “goals of care,” an explanation was provided, or the question was re-phrased. such as
“Do you have any idea about what your mother wants if she was not able to make her own
decisions?” “Have you talked about advanced directives (AD) or any of those things with
anyone?” Further exploration was focused on eliciting descriptions of experiences with
discussing GOC and factors that influenced GOC discussions and decisions. Participants were
not questioned about end-of-life (EOLC) directly, but the topic sometimes emerged as GOC were
addressed.
Of the eleven participants in this study, seven discussed GOC with their relatives, and
four had no discussions of GOC or EOLC decisions. Of those who discussed GOC, five had
formal discussions with documented health care proxies, advanced care plans or durable power
of attorney. Two participants had both formal and informal discussions, and three participants
had informal discussions only.
To further analyze the decision-making experience, I explored participants’ levels of
comfort or discomfort discussing GOC with their family members. Four participants reported
feeling uncomfortable discussing goals of care with their relative, and only one of those
participants persevered through the discomfort and discussed GOC. Two participants were
clearly uncomfortable discussing goals of care with the researcher. That means, when the topic
of GOC was broached, two participants either avoided a direct answer or changed the topic
despite re-focusing questions. One participant reported that her mother refused to discuss GOC
or EOLC despite being encouraged to do so by the family caregiver. This participant was
influenced by familial patterns of not discussing GOC or EOL decisions perpetuated by her
mother and her grandmother. The anecdotes that follow provide insight into the experience of
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discussing GOC and the motivations that prompted discussion or that influenced decisions about
GOC and EOLC.
Lena (Participant 7)
If my mother were sick and required intubation, and they told me she had a good
prognosis, I'd say yes, intubate her. Of course, ethics would kill me if I said no. But my
mother, I know her, she would say, no, no, no, I don't want it. But, I'd say yes because I
know she can come back from it.
For Lena, making crucial but meaningful health care decisions about life-sustaining
procedures revolved around whether her mother has a good prognosis and can “come back” from
an acute event. As a registered nurse, Lena can differentiate acute problems that can be resolved
from those that cannot. She states she is clear about what her mother wants and does not want,
“she does not want aggressive treatments.” Despite knowing her mother’s preferences, Lena is
willing to make decisions that may conflict with her mother’s wishes based on the situation. She
pointed out that “ethics would kill me if I said no,” indicating that she is guided by personal
ethical values rather than her mother’s beliefs. However, I perceive that Lena’s mother trusts her
daughter’s experience and decision. Lena is the designated health care proxy and is confident in
her ability to make informed decisions based on the situation.
As I explored the motivations behind Lena’s preferences for her mother’s health care and
EOLC decisions, I learned that Lena suffered considerable guilt after the death of her father who
was receiving life-sustaining dialysis but elected to be DNR when the family was not present.
My father went through dialysis that he hated, he hated. And wanted to stop it after a
while. I said, "Dad, if you stop dialysis, that's a death sentence." So, he kept going but
eventually, he had a heart attack. I guess that was his opportunity to stop it. My father
could've survived, but he made himself a DNR, and he did it when we weren't around. He
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had a cardiac event as a result of having dialysis, which you can bring somebody back
from. When I got there, he was in full cardiac arrest, because they did nothing, because
he says he does not want anything. And he was lucid when he said it. So, I've suffered
from a lot of guilt for many years for that. So, I'm very focused on the fact that I have to
know the level of care that my mother should get. Just because you're having an acute
episode doesn't mean you can't come back from it.
Even though Lena’s father “hated” dialysis and knew the consequences of stopping it,
Lena wrestles with guilt. As she shares her experience, a sense of sadness and aloneness comes
through, as a child abandoned by her father. In this case, Lena could not control the situation and
was not ready to accept her father’s decision or the accompanying loss. Lena wants to avoid
similar circumstances with her mother. She stays “in the know” and is very involved with her
mother’s medical care and treatments. Similar to other participants, Lena is motivated by love,
care, wanting a good quality of life for her mother, and fear of losing her mother. Temporality
was apparent as Lena also understands changes in modern health care that can positively impact
health outcomes and influence decision-making, “We've come so far in healthcare now that we
can do so many things, and it might be horrible for a moment, but you can get through it.”
Caren (Participant 11).
I just want them to be decisions that she feels comfortable with as well. Even when we
went down to put the health care proxy in place, and her last will and testament, I tried to
make sure everything was very clear, very transparent, and that I’m not forcing her.
“You’re my mother, I’ll do anything for you but I want you to also agree with this.”
Caren is motivated to make decisions that her mother is comfortable with and agrees to.
Caren’s intentions are to be open and transparent as she communicates sensitively with her
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mother about EOLC decisions. Respect, collaboration, and honoring her mother’s wishes were
apparent as she described her intent in discussing GOC and EOLC decisions.
Nia (Participant 3).
We would know what her final wishes were . . . if she would want to be placed on a
ventilator. Oftentimes, she’s combative when it comes to making that decision. That’s her
fear, of having to go on one, but if it came down to that, between my mother staying here
alive and leaving this world, I would fight for her to be on that ventilator.
As a caregiver that partners with her father, Nia and her family have open family
discussions about GOC and made formal decisions about care preferences. However, if
confronted with the potential loss of her mother, Nia would be guided by her own internal
values. Nia knows her mother’s fears and would make a decision based on what is best for her
mother at the time, “It’s about what’s best for her, sometimes she feels like that might not be the
best decision, we’ll always advocate for her.”
Nia is one of the participants who had open family discussions about GOC and
EOLC decisions, prompting an in-depth exploration of the experience. As I explored the
motivations behind such open communication, Nia explained that her father had prostate cancer
in the past, which prompted open discussions and documentation of EOLC decisions, not just for
her father, but for her mother, herself, and other family members.
We all have sat down and discussed what our wishes would be because my dad had
prostate cancer a few years ago. I even had that conversation with my parents. What my
last wishes would be. So, we try to keep an open forum as a family. It’s not like we try to
keep secrets or we don’t want to talk about death. Death is going to happen, and I think
no one wants to talk about they’re leaving this world, but I think it’s something that you
need to talk about as a family? (slight inflection- questioning voice). That way you kind
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of know. Because I think it’s unfair when people are left to make decisions, and they don’t
know what your decision would be, or what your last wish would be if it were to come to
that. I think that kind of unfair, it’s unfair to do that to a family member.
Nia experienced “unfair” decisions that impacted her life and the life of her family
members. She was influenced to discuss GOC and make EOLC decisions because she witnessed
the trauma her mother went through during the final days of her parents’ (Nia’s grandparents).
Nia’s mother was the eldest of her siblings, but she was not respected as the decision-maker. Nia
learned from past experiences of disputes and indecision that broke her family apart for many
years after the death of her grandparents. She described her transformative experiences, and is
motivated not to repeat the dysfunctional experience in the future:
Watching my mother go through stuff with my grandmother when she was in her final
days or final hours. I don’t want to do that with my siblings. . . it was a lot of. “Should
she be put on a machine?” “Oh, we’re not going to sign the paperwork”. I don’t want to
go through that with my siblings. Even if it comes to me, I don’t want my children to go
through that. My grandmother never had anything in order and neither did my
grandfather. My grandfather, his last few final days, nothing was in order. Everybody
trying to call the shots. Two deaths and it was the same thing each time, ‘mommy wanted
this or mommy wanted that,’ but mommy never actually said what she wanted. It actually
broke my family apart for a while. We were not speaking for quite a few years. . . four or
five years. I just think that if you have that one person, and you say to that one person,
okay, you’re in charge. You know what my wishes are. Have it done in paperwork where
everything is signed. It makes it so much easier.
Nia’s experience provides insight into generational and cultural expectations that play a
role in whether GOC or EOLC are discussed or avoided. For example, Nia noted,
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People from my grandmother’s and my grandfather’s generation, they didn’t want to talk
about ‘their time’. Everything was kind of private. Certain things you don’t ask them.
They never wanted to discuss it.
To break the pattern, Nia and her family decided to have open discussions and avoid potential
conflicts at the EOL.
Tee (Participant 6).
Tee was adamant that if her mother was unable to make her own decisions, she is the
decision-maker. “I’m the one who does it, there’s no question about who will make it
[decisions]. There’s no question, my siblings don’t even question me at all. There’s no question
as to who makes the decision with my mom.” She went on to explain that she was clear about
her mother’s wishes because they discussed GOC and EOLC.
My sister was telling me yesterday that my mom called her, and she was telling one of my
other relatives, anything ever happens to me, you guys know that Tee is taking care of
everything. Don’t fight with her. And, I want you to know that I don’t have any money.
She doesn’t, and she wanted to let them know, I don’t have anything. Don’t fight with her.
Let her do whatever it is she needs to do, she gonna take care [of everything]. I don’t
know the reason for that, but maybe because her best friend, her sister, recently passed
and she’s thinking along those lines, what if something happens? She sees what’s going
on with that family right now, and it’s pulling and tugging. I think she wanted to make
that clear.
Precipitated by conflicts that erupted after the recent death of her aunt (her mother’s
sister), Tee’s mother wanted to make her intentions clear about EOL decisions. Materiality,
another concept expressed by van Manen (2014), was often the impetus of family conflicts in the
final days and after death of a close relative, particularly when decisions were not clear.
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That family is going through their struggles because they had money, and that always
causes issues when somebody passes. So apparently the son, her nephew, hasn’t spoken
to her since the sister died, and I think it hurts.
Although Tee became the unexpected target of her mother’s anger when her nephew
stopped talking to her, she knows her mother well “she [mother]let things in the family get her
upset.” Tee uses empathy and spirituality to cope with difficult challenges. This experience is
similar to other participants, whose family discussions were precipitated by the death of a close
family member and the desire to avoid family conflicts in the future. However, a few
participants explained that the care recipient refused to discuss GOC or EOLC plans.
Dee (Participant 10).
She does not want to have that conversation because I don’t know if it’s cultural. She said
her mother didn’t. So, I spoke to her about doing a will. She’s not interested in doing
that, but she did let me do power of attorney, and she will let me make decisions as long
as she can be a part of that. You can have all the resources, but it’s up to the person to let
you help with those decisions. It’s challenging.
Unlike some participants who had open discussions about GOC, Dee’s mother refuses to
discuss GOC and EOLC. For some AA families, talking about death is taboo, and conflicts with
their beliefs regarding faith and healing. In some families, the topic of death is uncomfortable
and avoided. In this case, Dee’s mother followed the beliefs and pattern set by her mother of not
discussing death or EOLC plans. These patterns can persist for generations. However, Dee is
learning from her experiences and is determined to break the pattern with her daughter:
It’s a learning experience because I have a daughter. I will not make that same mistake
because I plan on telling her, which we have discussions about what I want to do. Plus,
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trying to do a will. Trying to learn from this. She’s an only child, and I would not want
her to be burdened, not knowing what to do.
In some cases, significant encounters with advanced illness for self or other close family
members were the impetus for GOC discussions and EOLC planning. For example, Nia’s
(Participant 3) father was diagnosed with pancreatic cancer a few years prior, which prompted
discussions. For Sandy (Participant #9), discussions were prompted by the death of two sisters
from terminal cancer in the past three years, “It was during that time that she [her mother] made
the decision that she does not want any extraordinary attempts to prolong her life.” However,
not everyone dealing with advanced illnesses actually discussed GOC or EOLC. For example,
Zara (Participant 4) survived breast cancer three times and recognized the importance of having
open discussions about GOC, but never followed through with her mother.
Several participants revealed aspects of “intuit knowing,” that is to say, they felt they
knew what their loved one would want even without formal or informal discussions. Zara stated,
“I know what she would like.” However, Zara’s knowing was inferred from past experiences
with her mother and a shared history, “We’ve done so many, my mother was a big caretaker [her
mother took care] of her grandmother, her mother, her cousins. We’re caretaking people.” Alma
expressed, “It’s understood, somethings are understood, she knows me, it’s not like discussing it,
it’s understood.” However, Alma also noted that she discussed GOC with her mother for many
years previously. Therefore her “intuit knowledge” was the result of lived time and the lived
relationship. Nia also knows what her mother would want from prior discussions, but noted that
as her mother gets older, she becomes more reluctant to discuss GOC or EOLC. With aging
comes an increased awareness of vulnerability and mortality. Trust that the caregiver will honor
the expressed wishes of the care recipient seemed to negate the need to continually discuss GOC
or EOLC.
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Once the topic of GOC was broached, many of the participants who had not discussed
GOC or EOLC decisions in the past resolved to do so in the future. For example, Natalie stated
that she would have a conversation with her grandaunt rather than presume her grandaunt’s
wishes based on her own values and beliefs.
I feel like maybe I should sit down with her and have one of these conversations, what
would you want to do if? I just feel like I don’t ever want to be put in that position where I
have to make a major decision like that without her input. I wouldn’t want someone to do
that for me without my consent. If I’m going to be a vegetable, tell them to pull the plug.
I think she would say that, but I don’t know if I’m kind of, just imposing my own beliefs
into what she would want, but it may be different. I don’t know.
Natalie’s comments showed in-depth reflections and questioning assumptions that she
was willing to confront and alter if necessary. Similarly, Nicole (Participant 5) was initially
reluctant to discuss her feelings about GOC and EOLC. Eventually, she expressed her desire to
have GOC and EOLC decisions put in writing: “That way we would know what things she would
like. It wouldn’t be a decision I made for her; it would be a decision that she made for herself.”
Zara (Participant 4) recognized the need to discuss GOC and plans to have the discussion soon
“I’m still obsessed about that.” In some ways, asking questions about GOC was the impetus for
participants considering and planning future discussions.
Many participants referred to family members’ age and health conditions as a rationale
for planning GOC discussions. For example, one participant commented, “I should [discuss
GOC] instead of not recognizing that she’s 93.” Knowing that change is inevitable, and the risk
of mortality increases with age, participants’ responses provided insight into the recognition of
temporality. For persons with advanced chronic illnesses (ACI), temporality and the lived body
are reflected in the progressive nature of illness and impairment.
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Palliative care (PC) is heralded as a strategy to improve the quality of life for individuals
living with ACI and their families. As a holistic and human-centered approach, PC programs
aim towards symptom management and achieving one’s GOC. The next section describes
findings and participants’ experiences related to knowledge and discussions of PC.
Palliative Care Discussions and Decisions
Formal PC services were absent for all family members in this study. Of the eleven
participants interviewed, ten participants and their family members had no discussions of PC
with health care providers. The only participant who discussed PC with health care providers
was Rose (Participant 8), who discussed PC with a PC team while her granduncle was
hospitalized. In this case, PC services were offered as part of the GOC but were not
implemented at that time. Decisions about GOC and PC overlapped. For example, one
participant expressed: “The goal of care is Pal Care, and eventually, whatever happens, it’s going
to be at home. . . because that’s what he wanted.”
Five participants had no knowledge of PC, and most had no knowledge of community
PC. However, participants who were registered nurses were able to articulate the meaning of
PC. Still, they sometimes equated the PC with EOLC or hospice, as it was viewed in many
hospital settings. For example, Alma stated, “I thought it was end-of-life care because when we
put our patients on PC, they're not on hospice, but it's like hospice, it's end-of-life.” PC was
equated to hospice by several participants, and one participant equated PC to the care recipient’s
last wishes, such as, “staying comfortable and nothing extreme.” Of the six participants who
lacked knowledge of PC, three were willing to try it if it was available, and one was ineligible for
PC due to immigration status.
Most impressive was the number of participants who felt when it came to PC, they “were
doing it.” Five participants were managing the troublesome symptoms of ACI without using or
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knowing the term PC or using formal services. For example, after an explanation of PC and its
holistic approach to symptom management, Nia’s responded: “She [mother] goes to her back
specialist, and they work on her. They give her some treatment, so I guess that would be
considered a form of that.” Nia also explained her mother does “a lot of pain management to
manage her symptoms”. Nia suggested her mother go to counseling because she noticed “over
the years that she’s depressed about her illnesses.” Consequently, Nia’s approach to symptom
management and holistic care could fall under the broad umbrella of PC. However, the
supportive services, holistic management, and care coordination provided with formal PC
services would be missing and instead fall upon family members.
Another participant, Zara, took a health promotion approach to help palliate her mother’s
chronic pain by trying to convince her mother to practice yoga and exercise with the “Silver
Sneakers” program at the local health club. However, the health promotion activities were only
successful in the short-term because her mother resisted going out. Rose was confident that she
managed burdensome symptoms, “We are definitely doing the comfort thing, the comfort thing
strictly, treating symptoms.” To keep her granduncle out of the hospital and at home, Rose
collaborated with health care providers to treat symptoms. Knowing that her granduncle had
recurrent UTIs, she collaborated with the primary care provider to prescribe antibiotics when
needed. It is implied that other participants who managed symptoms at home, also collaborated
with health care providers in the primary care setting, but not with PC specialists.
Past experiences with other family members who received or were offered PC provided
familiarity with PC services for three participants. However, none of these experiences
prompted an inquiry into PC for family members in their current situations. Upon investigation
of past experiences with PC, one participant (Nicole) recalled discussions only during the final
days of her father’s life while he lay dying in the Emergency Room. Another participant (Lena)
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recalled her experience with PC as her son’s godmother fought to live while being treated for
terminal cancer. Rose stated she had no problem discussing PC with her family because she
experienced PC and GOC discussion in past close relationships. Even though three participants
understood PC from past experiences, none of those participants were asked about PC for care
recipients.
The topic of PC projected a bit of trepidation from a few participants who either avoided
the topic, denied the need or were resistant to considering PC in their current circumstances.
One participant stated, “no, no, she’s not at that stage” and appeared resistant to even the thought
of PC. As I questioned participants about PC, I also felt a bit of trepidation for fear that
participants might think the point of the interview was to promote PC. The trepidation dissipated
as the interviews continued to flow evenly with pauses for participants to reflect or anticipate
future experiences. Only one participant became less interactive as the topic of PC was broached
(as noted in my reflective journal). The rationale for the participant’s hesitancy was not explored
at the time, but this participant was very religious and committed to her spiritual beliefs.
From the discussions of PC, I discovered that many people lack understanding of PC,
especially among community-dwelling older adults and their family caregivers. Confusion
among health care professionals was also noted as the term PC is sometimes used for hospice
and EOLC in hospital settings. In health care encounters, PC is rarely discussed as a
complementary modality for burdensome symptoms in persons with ACI. However, many
family caregivers are managing burdensome symptoms with the use of medical regimens
prescribed by health care providers or complementary therapies, such as yoga, counseling, and
homeopathic treatments. Some care recipients receive pain management and other treatments as
part of their plan of care. Lack of comprehensive, holistic care, such as services available
through PC programs, may contribute to family caregivers’ feelings overwhelmed and frustrated
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as they try to manage ACIs, burdensome symptoms, and maintain a good relationship with care
recipients.
Past experiences with PC, did not translate into seeking or implementing PC for family
members in current situations. The decision to seek PC depended on the situation, caregivers
with hope for a better quality of life for their family member, were more likely to use PC if it was
offered. Family caregivers that viewed their loved one’s health as very vulnerable, that is, totally
dependent or very impaired, were more likely to consider PC. Conversely, caregivers of family
members with ACI that were still able to function, were more likely to seek activities to increase
socialization and foster a sense of independence, such as, senior centers and adult day care.
Summary
Some participants described their experiences surrounding GOC and EOLC decisions
simultaneously. Seven of the eleven participants discussed GOC formally or informally. Factors
that influenced GOC discussions and decisions were: past experiences with the death of close
family members or friends; personal experiences with life-threatening illnesses; the desire to
avoid future disputes; and fear that their loved one would become incapacitated or die without
knowing their final wishes. Decisions about PC overlapped with GOC and were often viewed as
part of GOC. However, very few participants were aware of PC for persons without terminal
illnesses and were unaware of community PC. Most participants viewed PC as EOLC or
hospice, which may contribute to a reluctance to discuss. The essence of participants’
experiences with decision-making and discussions surrounding GOC and EOLC emerged as
“reflecting on the past; anticipating the future.” Through reflection on past experiences and
anticipation of the future, actions can be taken to impact outcomes and future experiences. The
process utilized in thematic analysis follows.
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Thematic Analysis
Participant interviews and experiences were explored to discover preliminary and
essential themes that answered the overreaching research question, what is the lived experience
of decision making among family caregivers of Black older adults with ACI? To fully examine
the experience of decision-making required a phenomenological approach to discovery.
Therefore, each interview was analyzed through the four existential themes of the lifeworld, as
articulated by van Manen (1990), spatiality, corporality, temporality, and relationality.
Each interview was reviewed, and responses were coded and categorized based on the
research questions that addressed: 1) the family caregiving experience and relationship; 2)
general decision-making; 3) health care decision-making; 4) goals of care (GOC) discussions; 5)
influences in GOC discussions, and 6) palliative care (see Appendix A). Participant responses
were also categorized based on whether decisions were made by the: (a) care recipient
(independently), (b) family caregiver, or (c) collaboratively (with the family caregiver, health
care providers, or others). Color-codes were used to identify each participant’s response to the
same question, and anecdotes were extracted to support findings.
After the seventh interview, notes became voluminous. In consultation with members of
my committee, I began to code data based on the four existential themes articulated by van
Manen (1990), spatiality, corporality, temporality, and relationality. However, because the four
existential themes are very broad, analysis became challenging as different aspects of the
decision-making experience were revealed. Short notes to convey how the experience related to
the existential themes and the caregiver’s experience of decision-making were noted. These
notes helped facilitate the process of reflection, coding, categorization, and analysis. After
analysis of a few interviews, I elicited and received feedback from committee members to
confirm my analysis or to make additional suggestions.
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Once participants’ interviews were coded, responses to each question were entered on an
excel spreadsheet (codebook). Codes that were repeated more than once by the participant were
highlighted. Subsequently, participants’ responses were combined in the codebook based on
each research question. This process allowed similarities and patterns to emerge. Interviews
were also coded and entered into ATLAS-Ti8, which allowed for additional reflection, reduction,
and revisions of codes. Extracting the meaning of the experience through reflection and writing
initially led me to think I was too concrete. However, as I began to consider the deeper
meanings, themes began to emerge. Intuitive meanings were often revealed during sleep. Freeflowing imagination helped reveal preliminary and essential themes that were subsequently
transformed into interpretive statements.
During first-level analysis, 22 fundamental meanings and five preliminary themes were
extracted; however, some themes overlapped and felt more empirical than existential. Initial
reflections, as van Manen (1990/1997) explained, may lead to concrete themes that require more
and more reflection until thematic statements emerge that make sense. An ongoing iterative
process ensued that was constantly evolving, leading to new revelations and sometimes back to
initial insight. Free imaginative variation was used to determine which themes were essential to
the meaning of the phenomenon. Second-level reflection reduced the fundamental meanings
from 22 to 10, and preliminary themes were reduced from five to three. Table 1 groups
fundamental meanings and preliminary themes revealed during second-level analysis.
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Table 1: Grouped Fundamental Meanings and Preliminary Themes
Fundamental Meaning
1) Mutuality/shared togetherness
2) Living out commitments
1) Influences & Motivators
2) Values & Beliefs
3) Caring & Protection
1) Decisions guided by situations
2) Contextual decisions
3) Decisional Dynamics
1) Learning from past
experiences
2) Anticipating future decisions

Preliminary Themes
Committed embodied relationship
Intentions & Motivations
(Merged with committed/embodied relationship)
Decisional dynamics situated in context

Learning from the past; anticipating the future

Essential Themes
Essential themes were revealed through a process of eliminating themes that were not
essential to the phenomenon and collapsing themes that did not change the fundamental meaning
of the phenomenon. Through a process of writing, re-writing, and reflecting, themes began to
emerge. Free imaginative variation, transformed fundamental meanings into preliminary themes
and subsequently into essential themes. In an article entitled “Phenomenology: to wonder and
search for meanings,” Susan Kleiman, phenomenologist and nurse scholar, described free
imaginative variation as a process of transforming meaning units “to determine which of them is
essential for, and constitutive of, a fixed identity for the phenomenon under study” (2004, p. 15).
The first preliminary theme that emerged was a “committed/embodied relationship.”
First-level analysis revealed the fundamental meanings within committed/embodied relationships
as: mutuality and shared togetherness; feeling responsible, values and beliefs, enduring trust,
respect, hope, and empathy/knowing the person. The second preliminary theme to emerge was
“making meaningful decisions guided by situations,” derived from the fundamental meanings of
making emergent/non-emergent decisions; decisional dynamics (i.e., communication, getting
buy-in, situated freedom), and decisional outcomes. Situational freedom refers to the ability for
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one to make their own choices. In all situations, informed consent was warranted for health care
decisions, as long as the care recipient had capacity, and regardless of input from others. Third,
the “emotionality of making critical decisions” emerged as a preliminary theme that was derived
from the fundamental meanings of making cognitive decisions during times of stress and living
with uncertainty. The fourth preliminary theme to emerge was “reflecting on the past;
anticipating the future” derived from the fundamental meanings: learning from past experiences,
taking actions to avoid unpleasant experiences in the future, anticipating decisions for self and
others, and questioning assumptions. Lastly, “influences and motivations” emerged as the fifth
preliminary theme with fundamental meanings revealed in love, gratitude/hope, respect, trust,
values and beliefs (including cultural values & expectations), and quality of life.
In some cases, preliminary meanings overlapped, and fundamental themes were merged.
In the final analysis, the preliminary themes of “the emotionality of decision-making” and
“intentions and motivations” were eliminated as separate preliminary themes and instead
subsumed within the “committed/embodied relationship” and “situational decisions.” The three
essential themes that remained were: 1) committed/embodied relationship; 2) making meaningful
decisions situated in context, and 3) reflecting on the past; anticipating the future. Table 2
identifies the interpreted thematic statements and essential themes.
Table 2: Interpreted and Essential Themes
Interpreted Thematic Statements Essential Themes
Shared togetherness is revealed in trusted, Living out commitments with intention
committed, embodied relationships.
Meaningful decisions are guided by situations Making meaningful decisions situated in
that aim to guard, protect and comfort context
vulnerable family members.
Reflecting on the past can motivate caregivers Reflecting on the past, anticipating the future
to act in the present and anticipate the future.
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Essential Theme I: Living Out Commitment with Intention
For the participants in this study, commitment was shown through intrinsic and extrinsic
motivations, and the emotional meanings attributed to caregiving and decision-making.
Therefore, the preliminary theme of a committed/embodied relationship was merged with
intentions and motivations to create a thematic statement: “Living out commitment with
intention.” Intrinsic motivations within decision-making and the caregiving relationship
included: moral values, role expectations, respecting wishes, love, feeling needed, hope, fear of
loss relation, and feeling rewarded for doing the “right” thing.
Committed relationships incorporated a sense of mutuality, reciprocity, and caring based
on valued family relationships. Many participants eluded to being grateful their loved one was
still alive. Regardless of physical and emotional challenges, most participants were willing to do
what was necessary to preserve the relationship. Underlying committed relationships were love,
trust, hope, values, beliefs, shared experiences, and expectations. Over time, shared relationships
allowed caregivers to “know and be known by the other”, interpreted as a relational and pathic or
emotional understanding. In this way, shared experiences facilitated empathetic decisionmaking. Intentions drive decisions, and as such, many decisions were motivated by love and the
desire to act as protector and guardian of family members. Commitment was shown in
caregivers’ willingness to make or to help make meaningful decisions that respected the
relationship and valued the person. Family caregivers embodied personal responsibility for the
well-being of the family members. Therefore, decisions were often made with intentions to
promote health, comfort, and preserve life regardless of family members’ reluctance at times.
Family caregivers were resourceful, going beyond making decisions based on recommendations
by health care providers, to investigating alternatives, and advocating for the best options for
care recipients.
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Coming to terms with temporality, vulnerability, and potential loss were other concepts
revealed in the realms of lived time, lived relationship, and lived body. Decisions were made that
honored the wishes of family members, or that considered the life experiences and characteristics
of family members. For example, arrangements were made to keep family members who wanted
to be at home in the comfort of their homes. Other times, family caregivers recognized the
despair that accompanied multiple losses and offered family members options as a way to
promote control over some decisions and to enhance their quality of life. For example, Rose’s
granduncle was rapidly deteriorating and suffered a fall that severely limited his ability to
maintain the life choices he wanted. Recognizing her granduncle’s distress, Rose offered other
options to create a sense of control:
You’re torn between saying, this is wrong, this is how it is. You just have to behave like
you are with the program and then try to offer other options. So, you approach it as if
you’re offering other options because you never want them to feel as if they’re losing all
the power.
Trust was an underlying value that enabled the acceptance of decisions within lived
relationships. Open communication and transparency facilitated trust. Most decisions were
made with input from the care recipient and other family members. In this study, health care
decisions were always communicated with care recipients.
Hope was another motivator in decision-making. Hope evolved around the desire that the
family member would return to a former sense of self, regain or maintain a level of health, and
that loss was not inevitable despite advanced conditions. Ultimately, decisions were made within
committed/embodied relations with intentions to make the best decisions for or with loved ones
based on knowledge, values, and beliefs. Fundamental meanings underlying commitment and
embodiment were valued persons and relationships. That is to say, motivations in
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committed/embodied relationships were attributes that showed the care recipient was valued,
such as love, trust, respect, and honoring wishes.
Essential Theme II: Making Meaningful Decisions Situated in Context
The second theme “making meaningful decisions situated in context” emerged as an
essential theme grounded in decisional dynamics. As a dynamic process, decisions were guided
by situations, urgency, knowing the person and respect for situated freedom. Whether decisions
were made by the caregiver, care-recipient or collaboratively depended on the situation. In
urgent situations, family caregivers play a major role in making decisions and eliciting buy-in
from care recipients and other family members when needed. Decisions made independently by
care recipients and collaborative decision-making were more commonly made in non-emergent
situations. However, if non-emergent decisions resulted in negative consequences, caregivers
often stepped in to correct problems. For example, one participant expressed that her mother
would make decisions that she would have to counteract afterward.
Decision-making also implies taking or relinquishing control in certain situations.
Consequently, confronting decision-making was often met with stress and uncertainty. Decisions
with positive outcomes elicited confidence and a sense of gratitude by care recipients. However,
for variant participants, positive outcomes were taken for granted without expressions of
appreciation. Family caregivers were left to internalize a sense of satisfaction that the right
decision was made despite a lack of acknowledgment.
Some participants discussed difficulty with decisions being accepted or respected by the
care recipient or other family members which led to decisional conflict. Making decisions while
being viewed as a “child” presented challenges in some mother-daughter relationships.
Similarly, participants who were registered nurses were conflicted at times by their professional
role versus their role as a close family member.
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In some situations, decisions were delegated, officially or unofficially, to one person.
That means, some decisions were automatically deferred to the primary caregiver, "speak with
my sister about that” or “speak with my daughter about that.” Support from other family
members was deemed important in decision-making but many caregivers did not feel supported.
Getting consensus or “buy-in” from family and care recipients was prominent in making
meaningful decisions. Revealing and concealing were important concepts grounded in trust and
communication. That is to say, care recipients sometimes hid problems from caregivers, but
most astute caregivers were able to uncover problems that needed to be addressed. Care
recipients were kept informed of health care decisions in all situations, however, in a few
situations, decisions were concealed until “buy-in” was obtained. Despite challenges, family
caregivers persevered. In this study, decision-making was revealed to be a fluid and dynamic
process guided by situations.
Essential Theme III: Reflecting on the Past; Anticipating the Future.
The third essential theme, “reflecting on the past; anticipating the future” emerged from
participants’ descriptions of experiences with GOC and PC. Preliminary themes were learning
from past experiences; taking actions to avoid unpleasant experiences in the future; anticipating
decisions for self and others, and questioning assumptions. Upon further reflection, some
participants expressed a clear understanding of what the care recipient would want, therefore
“questioning assumptions” was eliminated as a fundamental meaning.
Many participants reflected on past experiences and lessons learned from unpleasant
experiences that they wanted to avoid in the future. Most insightful were experiences shared
when a loved one was in their final days or after the death of a loved one. Turmoil, confusion,
and conflict were outcomes when decisions were not clearly communicated. Some participants
described fractured relationships and years of being cut-off from family members after the death
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of a loved one. Anticipating the impact of such unpleasant experiences on children, siblings,
parents, and others motivated participants to have open discussions and/or document EOL
preferences.
Similarly, participants who experienced advanced illnesses for self or another close
family or friend were motivated to discuss ACP and EOL decisions, however, being motivated
did not result in actions or EOL decisions for all participants with such experiences. For
example, Zara (Participant 4) had not discussed GOC with her mother despite surviving breast
cancer three times and experiencing her father’s illness and death from pancreatic cancer. Zara
knew her father’s EOL wishes and had planned his final arrangements: “We knew what he
wanted, I wrote his obituary before he died, everything was in place.” Zara did not offer an
explanation for not addressing GOC with her mother but was emphatic that she would have the
conversation, “that's very important and we will be having that conversation with her this
summer.” Zara “knew” her mother wanted to be cremated like her husband. Some participants
inferred care recipients’ wishes based on prior experiences, especially if the care recipient
participated in GOC decisions or final arrangements for other family or close friends. Unless
disputes arose during prior experiences, caregivers seemed comforted to follow the same process
when clear preferences were absent.
Cultural expectations were based on long-held values and beliefs. Some participants
reported a reluctance to discuss GOC with care recipients and another participant reported the
care recipient refused to discuss GOC or EOLC. Discussing death or ACP was considered taboo
in some families. For example, participant 10 was clearly frustrated because her mother refused
to discuss GOC or EOL plans, despite encouragement to do so.
She does not want to have that conversation because I don’t know if it’s cultural. She
said, her mother didn’t, so I spoke to her about doing a will. She’s not interested in doing
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that, but she did let me do power of attorney and she will let me make decisions as long
as she can be a part of that. . . My grandmother didn’t want to talk about it. My
grandmother lived to 99, so she thinks she will also.
Generational expectations also influenced GOC discussion. That means, it was
sometimes difficult to address GOC with children who often reject the notion that someone close
to them would be gone someday. Sandy (Participant 9), described the averseness of her young
children when she tried to discuss GOC and EOLC decisions as compared to her nieces’ and
nephews’ acceptance of the discussion because they experienced the loss of their mother.
She has grandkids who are very protective, I mean, grandkids really don’t want to hear it.
Like my son doesn’t want to hear it. . .I don’t want to hear it. . . let’s not talk about that.
He won’t listen to it but I have some older nieces and nephews who do listen and say,
okay, if that’s what she wants.
Sandy recalled the difficulty she felt when she had to explain to her nieces and nephews
that their mother was dying. Inter-generational differences in acceptance of GOC and EOLC
discussions appear to be mitigated by actual experiences dealing with illness and death of a loved
one.
Some topics appeared to be avoided, even after repeated questioning, particularly the
topic of GOC. A few caregivers were clearly uncomfortable talking about the subject and in
turn, I felt a little uncomfortable inquiring too much. For example, Nicole changed the topic
when asked about GOC for her mother but finally opened up when she reflected on GOC and
EOLC preferences for her father who suffered from advanced chronic illnesses before he passed
three years ago. After describing a trajectory of frequent hospitalizations due to exacerbated
conditions, Nicole shared her concerns about the treatment of older adults and mistrust in the
health care system:
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My dad’s condition, he would get better and he would have to go to rehab. . .my father
was one who wanted to live. And it just seemed. . . I thought, with the care that he was
getting when we used to go to the hospital, how they would say that there was nothing we
could do, especially because he was on life support for a few times, but then he would get
better. . . and be in ICU, and then he would get better. But I thought, to me, it’s just
seemed that with elderly people, after a while the health care thing [system], says like,
they’ve done enough. Because anytime that they give you some sort of health care. . .
and I started reading different things, what happened was once they get better, they'll live
for another year. It seemed like what was happening is. . . to me, it felt like, . . . and then
something that I was reading, there were too many older people, and it was just like after
a while we don't want to put any more money into them.
The disjointed and painful description provided by Nicole showed a mistrust for the
health care system in the treatment of older adults with ACI’s who required frequent
hospitalizations. Nicole feared health care providers would give up on her father since she was
often told, “there was nothing they could do.” However, Nicole’s father rallied back several
times, and after stays in rehabilitation, was able to go home and remain home for several months
with his wife and family before the next acute episode. Nicole noted that her father “wanted to
live” and was strongly driven by his desire to go home and take care of his wife. Nicole’s
mistrust in the health care system stemmed from “different things she read.” In 2009, the former
vice president republican candidate, Sarah Palin, claimed that the government would set up death
panels, governing boards to decide whether caring for seniors and disabled persons was worth
the cost (National Public Radio [NPR], 2017). These rumors were widely propagated in print
and social media in an effort to kill the Affordable Care Act (Obamacare). Fear spread among
many people but particularly among Blacks who already felt marginalized and dispensable based
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on a history of racism, discrimination, and disparities. Nicole was the only participant who
expressed this sentiment but others may fear being expendable as they age and require more
health care expenditures and resources.
For some participants, questioning previously held assumptions about what their loved
one would want at end-of-life, became apparent as participants’ contemplated assumptions and
reflected out loud “I think I would know what she wants, but I don’t know if I’m imposing my
feelings.” Many participants related the need to formalize decisions and “put them in writing” in
order to be clear about care preferences, final wishes, and distribution of property. Delegating or
selecting a decision-maker was suggested by some participants to prevent confusion, but as Nia
pointed out, it may be difficult for a parent to choose one child among children. Decisions about
delegating a “decision-maker” did not follow consistent patterns for all caregivers. That means,
decision-makers could be the eldest, middle or youngest child, most knowledgeable (or not), or
the most willing. Family caregivers’ attitudes and behaviors were influenced by cultural
expectations, past experiences, and the desire to make changes if needed. According to van
Manen (1990/1997), “the past changes under pressures and influences of the present” (p. 104).
Reflecting on the past was the impetus for actions in the present and for anticipating the future.
Critical linkages were revealed through the inductive process. Narrative descriptions
provided insight into fundamental meaning units, which led to the identification of preliminary
themes and then essential themes. Through reflection on the essential themes, a final integrative
interpretive statement emerged. Figure 1 that follows illustrates linkages between the
fundamental meanings, preliminary themes, and essential themes that culminate into the
integrated interpretive statement.
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Figure 1
Thematic Schema of the Lived Experience of Decision-making among Family Caregivers of
Older Blacks with ACI
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Interpretive Statement
Intense reflections on the fundamental themes and preliminary meaning evolved into
essential themes interpreted as three thematic statements that captured the essential meanings of
decision making as experienced by family caregivers: “living out commitment with intention”;
“making meaningful decisions in situated in context”; and “reflecting on the past, anticipating
the future.” A final integrated interpretive statement, “Living out commitments with intentions
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of making or helping to make meaningful decisions that value the person, reflect past
experiences and anticipates the future.” emerged from the three essential themes that describe
the meaning of decision-making among family caregivers of Black older adults with ACI.
Chapter Summary
Chapter five described the findings of the lived experiences of family caregivers’ making
decisions with or for family members. Participant experiences provided insight into the
caregiving relationship and decision-making in various situations that addressed the research
questions. The process of thematic analysis and findings were described. Essential themes and
thematic statements that emerged were revealed, and finally, the interpretative statement that
integrated the essential themes was divulged. Chapter six will discuss reflections of the study
findings, synthesis of the literature, conclusions, limitations, and implications for future research.
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Chapter VI
Reflection on Findings
This phenomenological study explored the lived experiences of decision-making among
family caregivers of Black older adults with ACI. This final chapter answers the research
questions and presents conclusions structured within the four foundational themes of the
lifeworld as articulated by van Manen (1990/1997). Essential themes are examined within the
context of relevant literature and data synthesis. The chapter concludes with a discussion of
limitations, implications, the researcher’s reflections, and recommendations.
Reflections on the Experiences of Family Caregivers
Interviews began with an open-ended question, “tell me about your experiences as a
family caregiver.” This question was designed to get a broad understanding of the caregiving
relationships and to determine if concepts related to decision-making would emerge. Without
being prompted, seven participants brought up topics of decision making within the initial
question. Three participants described difficulty making decisions as both a nurse and a close
family member. For example, one nurse participant described the emotionality of the
relationship and decision-making as follows:
It is overwhelming because it’s hard to see your family member deteriorating one day.
So, it’s very emotional sometimes, which sometimes you snap into the professional mode
where you say, I have to make certain decisions.
Other participants discussed difficulty with decisions being accepted or respected by care
recipients, especially when being viewed as a “child”. For example, one participant shared, “She
makes me feel like I don’t know what I’m talking about, so, it’s a little difficult.” Decisional
conflict evolved when caregivers and care recipients held different values and beliefs, such as,
when care recipients had an affinity towards homeopathic remedies, but caregivers focused on
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medical treatments. One participant described her mother’s reaction to suggestions about
medical management as, “once again, you’re just agreeing with those doctors, give me more
pills, give me more pills. . . I’m tired of pills.” Another nurse participant described her mother’s
belief in homeopathic treatments that conflicted with her belief in medical treatments:
After having her second TIA, my mother believes that it was garlic that saved her life.
Instead, I’m saying, Mom, you weren't taking your blood pressure meds, and that's why
you had a stroke. Oh, my stroke would've been worse if I hadn't been taking garlic.
Conflicts about treatments were usually resolved by convincing the care recipient of the
importance of the prescribed treatments, coming to an agreement, or accepting the care
recipient’s decision. Several participants described care recipients as strong-willed or stubborn
when they insisted on making their own decisions. “My mom is a very strong-willed person. If
she says she’s not doing something, she’s not doing it.” Situational freedom means respecting
the rights of care recipients to make their own decisions,
In other situations, decisions were delegated, officially or unofficially, to one person. For
example, one participant described the trust her mother had in her as the health care decisionmaker, “if she gets a call from her health provider, she will tell him, call my daughter. . . I make
those decisions, that’s important, of course.” Another participant expressed enduring trust as she
addressed her mother’s health care provider:
I have been her daughter for many years, and she told the doctor she trusts me. So, nine
out of ten times, not everything, but when it comes to her health, if I make a suggestion,
nine out of ten times, she’ll go along with it.
Even though other family members were available to make decisions, they often deferred

97
decisions to the one person, typically the primary caregiver who were all females. One
participant described differences in expectations and decision-making among siblings in the
anecdote that follows:
She [mother]doesn’t ask my opinion. Would you mind? Do you plan to? “I’m not going
in a nursing home because you’re gonna take care of me till I die, period.” It’s not about
how do you feel about it. This is what you gotta do. I have a brother, but when she tells
things like that to my brother he says, you need to talk to your daughter. And I
understand, I don’t know how those hospitals got his number, but she gave it to them. But
he told me, “they keep calling me from rehab facilities, so I told them “talk to my sister,
she takes care of that stuff.”
The above anecdote demonstrates the complexities of decision making among family
members and describes differences in how family members manage expectations and decisionmaking. Despite the brother’s insistence that his sister makes the decision, he would also elicit
guilt if the mother complained about treatments or if the outcomes were not as expected. On the
other hand, the caregivers accepted the role and responsibility of decision-making and, at times,
were reluctant to allow others to make decisions. Cultural expectations and family dynamics
were integral in decision-making and caregiving relationships.
Family caregivers felt needed but also overwhelmed, isolated, or scapegoated at times.
Support of decisions from care recipients and other family members were deemed essential but
problematic if decisions were not supported. To make or help make meaningful decisions
warranted “buy-in” and consensus from influential family members. Transparency in decisionmaking was important for care recipients and caregivers; therefore, the majority of decisions
were made in full communication with care recipients.
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Reflections on Lived Experiences of Decision-Making Among Family Caregivers
The four existential themes articulated by Max van Manen (1990/1997) structured analysis of the
phenomena and was used to reflect on, and answer the overreaching research question, “What is
the lived experience of decision-making among family caregivers of Black older adults with
ACI?” Findings within the existential themes are summarized below.
Lived Relation
Decision-making within the lived relationship permeated family caregivers’ experiences.
Lived relations included caregiver attributes such as commitment, caring, trust, empathy,
advocacy, reciprocity, and knowing the person. Participants in this study were living out
commitments. That means they were intrinsically motivated to act and make decisions in the
best interest of family members. Caregivers valued their relationships, were motivated by love,
and fear of loss during vulnerable times. Most decisions were made collaboratively. For
instance, one participant explained, “My mother is still with it enough that I don't make decisions
independent of her when it involves her.” However, in emergent situations, caregivers typically
controlled decisions or convinced the care recipient and other family members of the needed
intervention. For example, one participant described how she intervened when her mother
needed an urgent procedure but initially refused:
She had to have a loop recorder put in because she was having syncope episodes, and she
told the doctor, “no, she wasn’t doing it.” So, I had to come in and say to him, he had to
explain to me; this is what is needed. And I had to go to her and say, this is what needs to
be done. This is what they’re going to do! And then she will say, okay. I let her know it’s
important to be done.
Regardless of the situation, family caregivers always communicated health care decisions to care
recipients.
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Decisional conflicts developed at times, typically due to differences in values and beliefs.
For example, caregivers who were nurses and family members were sometimes conflicted by
their professional role and expectations versus their role as close family members. One
participant described her role conflict as follows:
It's difficult to be in the role of caregiver and to be a healthcare worker, knowing what
should happen and what's not happening. It's very frustrating. For instance, I give care
to a lot of people, and I am very good at giving advice. Yet, when it comes to caring for
my mother, there are so many hard stops, there are so many difficult decisions to be
made.
Support of other family members was an essential aspect of decision making and often
involved getting “buy-in” for decisions. For many caregivers, the experience of making
decisions without family support was challenging and resulted in conflict and hurt feelings.
Many participants shared stories that revealed the emotionality of decision-making, and living
with uncertainty within the lived relationship.
Lived Time/Temporality
Inseparable from the lived relationship was lived time as reflected in shared history,
shared culture, gender expectations, role expectations, and patterns of behavior. Values and
beliefs develop over time and are often passed down through generations. As such, values and
beliefs influenced health care decisions and care preferences. Embodiment as a foundational
theme and mutuality are also concepts that develop over time. Family caregivers faced with
temporality, and fear of loss relationship, was evident in several participants. One embodied
participant exposed the depth of closeness; fear of loss, and the internal turmoil not readily
shared with other close family members as follows:
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She’s in ICU, she can’t breathe, she’s struggling, and even to the last time that she was in
the hospital, she said she had a vision like she was leaving the world, and he just told her
it wasn’t her time and she came back. I feel like when older people say those things, you
should kind of listen. And I wonder, is he ready to call her home? If he does call her
home, how can I handle that because I know I’m very close to her, you know, both my
parents? So, you start thinking about stuff like that, and it’s stressful. Sometimes you
can’t always, you don’t always want to communicate it with your partner, or you don’t
want to communicate it with your children, so you kind of keep it on the inside.
Temporality was also revealed in changing events and transforming relationships. For
example, several participants spoke of role reversal as they became the predominant caregiver
and decision-maker. “I have to become the mother; I have to force her and say, no, no, we’re
going, and take her to the hospital.” Max van Manen (1990/1997) described temporality, “As I
make something of myself, I may reinterpret who I once was and who I am now” (p. 104).
Transforming perceptions and relationships permeated many stories as participants learned from
past experiences and made decisions in anticipation of the future. Some participants openly
discussed advanced care plans with children, particularly when parents were unwilling to discuss
ACP or EOLC with them. To avoid perpetuating the experience, motivated family caregivers to
break ineffective patterns and behaviors.
It’s a learning experience because I have a daughter. I will not make that same mistake
because I plan on telling her, which we have discussions about what I want to do. Plus
[I’m] trying to do a will. Trying to learn from this. She’s an only child, and I would not
want her to be burdened, not knowing what to do.
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Lived Space
Concepts underlying lived space and the meaning of decision making included the
physical and felt space. Decisions about location, re-location, and living arrangements provided
insight into the physical lived space of participants and care recipients. Respecting boundaries
were significant concepts in the physical and felt space of caregivers and care recipients.
Participants who lived with their loved one expressed a need for more personal space and
autonomy; however, several caregivers who resided separately expressed the same sentiments.
Decisions about lived and shared space varied with many family caregivers hoping that family
members would return to former activities and be less dependent on caregivers for socialization.
At times, decisions revolved around whether the family members would live at home or in longterm care facilities. For participants in this study, living at home was preferred. Comfort and
discomfort were other concepts that dwelt in lived space. Family caregivers advocated for their
loved ones to be comfortable and have a sense of belonging and control. Very importantly,
quality of life abided in the realm of lived space as decision-makers advocated for family
members to live a quality life and in the best situations.
Lived Body/Embodiment
Embodiment was revealed in the many stories with references to “heart,” hurt, and the
emotional impact of decision-making on caregivers who often suffered with family members.
For family caregivers, anticipating needs based on advanced age, and recognizing increased
vulnerability, morbidity, and potential mortality were the impetus for advocacy and actions.
Decisions were aimed to protect and preserve the health and well-being of care recipients.
Pedagogical relationships are distinguished from other adult – child relationships because the
parent is typically the teacher and decision-maker. However, tension arises as adult children
assume more responsibilities for caregiving and decision-making, but are still viewed as
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children. Despite increasing vulnerability due to declining health, it is plausible that parents do
not relinquish their role and expectations; therefore, they continue as teachers and protectors of
adult children.
Within the lived body, concepts of revealing and concealing were recognized in
participants and care recipients as they chose to communicate health issues openly or withheld
information. One participant described the shame her mother expressed as she concealed her
concerns about memory loss. In the same way, the participant concealed the fact that she
recognized the mental changes but did not discuss it with her mother.
In the middle of the summer, she [mother]said to me I want to tell you something, and I’m
so ashamed. And I said, what are you ashamed of? And she says, I can’t
remember . . .She said she couldn’t remember someone’s name. And I said, mom, that’s
okay, that happens. And she said, but I haven’t told you everything truthfully. What do
you mean truthfully? And she said, I’m having problems remembering things (eyes fill
with tears) . . . Then that’s when I knew. I had recognized, but for her to say it (pauses)
hurt, really tore me up (sobbing).
This anecdote demonstrates corporeality, which means that humans present to the world in a
physical body and always reveal some things while simultaneously concealing something else,
whether consciously or unconsciously (van Manen, 1990). Secrets are relational and, as such,
create an uncomfortable sense of separation within relationships. In the above anecdote, both the
care recipient and caregiver were distressed by concealment of sensitive information but relieved
once the secrets were revealed.
Embodiment was revealed as many participants shared similar characteristics with their
family members in both positive and negative ways. For example, one participant explained
patterns of anxiety that existed within three maternal generations that influenced actions and
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decisions: “We're similar in ways, we know what we need to do, but we still won't do it. . .
sometimes you have to learn how to let go and say, it's all right to let someone else take over for
a while." Another participant noted, “my mother followed a pattern set by her mother, who
lived to 99 years and made no plans.” Embodiment also encompassed experiences of mutuality.
For example, one participant described the meaning of making decisions for her mother as “just a
natural extension of our relationship. . . I can’t see it being done any other way, by anyone else
but me.” It was clear that embodied participants lived out commitments to care recipients based
on their values and beliefs.
Values and Beliefs that Influence Decision-making and Care Preferences
Values and beliefs are passed down over time and through generations. As such, lived
experience that influenced health care decisions encompassed the four foundational themes.
Values and beliefs emerged within the contexts of family, culture, religion, patterns of behaviors,
mutuality, and role expectations. Cultural influences were revealed in stories that influenced
long-held beliefs and attitudes about ways of life. In some families, decision-makers were born
into the position and expected to perform in that role. For example, decision-making was
delegated to the eldest in some families, “I’ve been doing that all my life, I’m the oldest child. . .
my family always come to me.” In other circumstances, caregivers felt they had no say in
decisions that the care recipient made, giving rise to feelings of being taken for granted. For
example, Caren’s mother insisted she was going to live with her daughter, no matter what:
“She [mother]says, I don't like Florida, but when you go there to live, I'm going with
you. She didn't ask me. That's why I haven't gone because it's more beneficial for her to
stay here for care.”
Although motivated by love and a caring relationship, family caregivers often dealt with guilt,
stress, and competing demands. Self-sacrifice was common in many stories shared by
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caregivers. Family caregivers accepted personal responsibility for loved ones and stepped up to
make responsible decisions in the best interest of care recipients.
Spirituality played a significant role in coping with adversity in caregiving relationships.
However, participants in this study did not mention religion or spirituality as guiding principles
when making decision-making. It is possible that the influence of spirituality or religion may
have emerged with further exploration of the specific topics. However, my purpose was to
openly explore the influences of decision-making without prompting discussion of specific
topics. According to van Mannen (1990), the hermeneutic interview keeps the question open and
maintains oriented to the substance of the thing being questioned. Irrespective, it was clear that
spirituality and religious beliefs promoted strength in caregiving and decision-making.
Participants that addressed topics of spirituality and religion did so in the context of coping with
distressing situations and during discussions of PC.
Once spirituality was explained as a tenet of holistic care provided with PC, family
caregivers expressed increased interest. However, participants’ interest was more focused on
getting care recipients to attend church services and get involved in church activities. “She
[mother] does need to start going back to church. . . find a church that she likes.” In this
context, “church” represented both religious and social activities that could help keep the care
recipient motivated, hopeful, and engaged. Another participant noted, “she does have a sharp
faith in God. I know that’s very big for her, but as far as the holistic thing, she hasn’t really tried
that.” In other words, spirituality was viewed separately from holistic care. Connecting
spirituality with holistic care was a new concept for many participants. Understanding the
influence of spirituality and religion on health and well-being can promote strength and support
for family caregivers and care recipients. Living out commitments with intentions were
grounded in values and beliefs. Subsequently, knowledge and understanding of PC were also
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explored to gain insight into holistic programs that could support caregivers and care recipients
with ACI.
Family Caregivers’ Knowledge and Understanding of Palliative Care
To explore family caregivers’ knowledge and understanding of PC for older adults with
ACI, participants were first asked if they had heard of PC. Five participants had never heard the
term PC, while six participants had prior knowledge. However, participants with knowledge of
PC were all registered nurses. Only one participant had prior experiences with PC for a close
friend, but that participant did not connect or consider PC in their current circumstances.
Although one participant was offered PC for her father during his final days, she had no
immediate recollection of the situation until probed. It is possible, that being offered or
considering PC during the emotionally charged final days of a loved one’s life, does not leave a
lasting impression. Family caregivers have little opportunity to reflect on the effectiveness of PC
if it was only offered as an option in the emergency room or when the care recipient is near
death.
As previously reported, most participants had no knowledge of community PC and were
unaware of the availability of services. Participants did not know if the care recipient would be
eligible for services or how to access community PC services if necessary. Despite requirements
for addressing AD during hospitalization, PC and ACP are not typically addressed in detail or at
all. Some participants assumed that health care providers would address AD and EOLC
preferences, but only one participant reported being asked about PC or EOLC decisions for their
relative. Some participants assumed they needed to consult an attorney to address AD and
EOLC preferences. However, at the time of the interviews, none of those participants had
consulted with an attorney.
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Most participants were unaware of PC being offered for conditions other than terminal
illnesses, and several participants were unaware that PC could be implemented while still
receiving medical treatments. Most family caregivers’ felt they were managing burdensome
symptoms without formalized PC, “we’re doing it,” but once PC was explained, most
participants were interested and willing to utilize the services if they were available. Without
informing caregivers and care recipients about PC services, or it’s availability, caregivers and
care recipients do not know these programs exist. Therefore, they cannot use the services to help
alleviate stress and promote quality of life.
Findings of this study point to an imperative for educating caregivers and care recipients
about PC, and the availability of PC for community-dwelling older adults with ACI’s. For
Blacks/AA consumers, it is plausible that knowing about PC and understanding that PC can be
implemented in conjunction with medical treatments, may make PC a more attractive option to
reduce suffering and promote quality of life. Gaining access to PC services requires health care
providers, nurses, social workers, and others to inform care recipients and caregivers of the
existence and availability of PC programs for community-dwelling older adults with ACI.
Subsequently, it is imperative that community-based PC services are available, accessible, and
communicated to health care consumers in urban areas. If services are not available, it is
imperative for health care providers and consumers to advocate for community PC services that
support care recipients and family caregivers.
In summary, values and beliefs permeated the four foundational themes. Many
foundational themes overlapped or were inseparable. According to van Manen (1990/1997), “the
four existential themes of lived body, lived space, lived time, and lived relation can be
differentiated but not separated.” (p. 105). Concepts revealed within lived relationships, lived
body, lived time, and lived space were related to cultural and family values, commitment,
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respect, valuing the relationship; knowing the person; shared togetherness, and reciprocity.
Lived space was also reflected in concepts that referenced feeling accepted, comfortable, or at
home, such as, “they all want to be at home.” The four foundational themes relate to PC because
PC provides holistic services that promote quality of life for care recipients and family
caregivers. However, to be effectively utilized, caregivers and care recipients must be aware of
the existence and accessibility of PC programs in underserved communities. The next section
situates this study in related literature surrounding the essential themes.
Synthesis of Data and Literature within the Essential Themes
An initial review of literature, as described in chapter two, provided the basis for this
phenomenological study. That is, despite numerous quantitative studies, and to a lesser degree,
constant comparative studies published, the meanings underlying decision-making among family
caregivers of Black/AA older adults with ACI was still elusive. The current study was conducted
to fill the gap. Once data analysis concluded, literature was searched again for new studies, and
all relevant literature was appraised and synthesized within the essential themes. Ultimately, the
purpose of this literature review and data synthesis was to address the overreaching research
question: “What is the meaning of decision-making among family caregivers of Black older
adults with ACI?”. The sections that follow present relevant literature within the essential
themes and provide data that support or challenge findings.
Living Out Commitments with Intention
Commitment refers to “the state or an instance of being obligated or emotionally
impelled (Miriam Webster Online Dictionary, 2019). Similarly, embodiment implies a sense of
personal responsibility, emotional commitment, and tangible ideals manifested in mind, body,
and actions. To live out commitments requires an understanding of the caregiving relationship
and what decision-making means to caregivers.
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Etymology and Definition of Key Terms
Max van Manen (1990/1997) suggested that the etymological origin of words may reveal
the original meanings attached to the lived experience, which may become lost or diluted over
time. Etymologically, a caregiver is defined as “a person who gives help and protection to
someone, such as a child, an old person, or someone who is sick” (Merriam Webster.com
Dictionary, 2019). The term “caregiver” is derived from two words “care” and “give”. “Care” is
an Old English term derived before the twelfth century meaning “mental suffering, mourning,
sorrows, or trouble; in Old Irish, “care” means call, cry (Online Etymology Dictionary, n.d.). In
modern times, care is defined in various terms, such as “effort made to do something correctly,
safely, or without causing harm”; “a person or thing that is the object of attention, anxiety or
solicitude”; “things that are done to keep someone healthy or in good condition”; and “a
disquieted state of mixed uncertainty, apprehension, and responsibility” (Merriam-Webster
Online Dictionary, 2019). Care connotes positive feelings, as well as feelings of anxiety, worry,
uncertainty, and suffering. In the same way, family caregivers in the current study shared both
positive feelings that brought a sense of satisfaction, and negative feelings that created a sense of
anxiety and uncertainty in decision-making. As van Manen noted, “In caring for another person,
I can relieve the other of “care” in the sense of troubles, worries, or anxiety.” (1990/1997, p. 58).
Derived from the Old English term giefan, to give means “to bestow, deliver to another;
allot, grant; commit, devote, entrust" (Online Etymology Dictionary, n.d.). In modern times, to
“give” means “to commit wholeheartedly” or “to commit to another as a trust or responsibility
and usually for an expressed reason” (Merriam Webster Online Dictionary, 2019). In this study,
family caregivers were committed participants within the interpersonal and caregiving
relationship. Decisions were guided by intentions to help, comfort, and protect care recipients.
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Interpersonal Relationships
Most family caregivers in this study were daughters caring for and helping to make
decisions with their mothers. The parent-child relationship has unique implications in caregiving
and decision making. At inception, the parent and child are often viewed as “one flesh,” creating
a symbiotic relationship and a primordial sense of security for the child (van Manen, 1990,
p.105) Intimacy and closeness grow as parent and child shared body, time, space, and
relationship. Max van Manen (1990) described the parenting relation as one of togetherness,
homeness, being there for the child. Consequently, it is plausible that adult children remain in a
symbiotic relationship with their parents and strive to keep the security of a close and trusting
relationship.
Interpersonal relationships with caregivers were explored in both quantitative and
qualitative studies (Conner & Chase, 2015; Haxton, 2010; Lavella & Ather, 2010). For example,
in a qualitative phenomenological study of EOL decisions and caregiving among Blacks, Conner
& Chase (2015) revealed an overreaching theme that caregiving and decision-making are
accomplished in relationship with family members. Other researchers examined interpersonal
relationships between dyads, that is, caregivers and care recipients that exist as a unit (Haxton,
2010; Lima, Allen, Goldscheider, & Intrator, 2008; Meeker, Waldrop, Schneider & Case 2014).
Haxton (2010), examined commitment and role engagement within caregiving dyads of adult
children and their chronically ill older parents dwelling in the community. Findings from
Haxton’s study (2010) suggested that personal commitment was the most important type of
commitment among dyads as compared to moral commitment (a sense of duty towards another)
and structural commitment (the sense that no other alternatives are possible). Personal
commitment encompassed a sense that the caregiver’s self-identity was interwoven in the
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relationship, and the caregiver was both attracted to the role and wanted to be in the relationship
(Haxton, 2010).
Similar findings were revealed in this study, as participants were personally committed
and embodied in the caregiving relationship. Many participants expressed unfaltering
commitment to the relationship. For example, one participant stated, “She’s my mom, and I’m
going to take care of her as long as she’s with me, as long as I’m here.” Even when disputes
erupted, participants remained committed to the relationship. For instance, one participant
described the stress of living with her mother as unhealthy and was determined to make other
living arrangements in order to regain a healthier relationship, “it's too much, it is, and it's not
healthy. . . but I will always be there for my mother.” Although the word “commitment” infers
positive interactions, it is defined as being “obligated or emotionally impelled” (MerriamWebster.com Dictionary), which all participants characterized in this study.
Dobbins (2009) described the emotional exchange in the caregiving relationship and
revealed three fundamental voices in families, the "caregiver as patient; caregiver as kin, and
caregiver as advocate.” In her qualitative study, Dobbins noted that the voice of “the caregiver
as advocate” was the loudest followed by the “caregiver as kin” (2009). The role of advocacy
and kinship in the caregiving relationship represented fundamental orientation towards family
(Dobbins, 2009). In this study, family caregivers were committed and highly motivated to
advocate for and protect care recipients. Living out commitments implies intentions to act
meaningfully on behalf of the care recipient. Advocacy took place within kinship relations as
well as the health care environment. For example, one participant who made plans for the
weekend argued with her father that her 92-year-old grand-aunt could not be left alone for the
weekend: "No, you can't do that [go out of town], she needs somebody there every day.”
Natalie’s advocacy led father and daughter to work out the problem as follows:
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He fixed her breakfast, went out for the day, and came back and made sure she was good
for the evening. And then he left early Sunday, and I got back Sunday, like early evening”.
Working out caregiving systems was a concept revealed in a constant comparative study by
Nkongho, & Archbold (1996), who found that AA families worked out caregiving systems that
made decision-making and caregiving easier over time. Health care advocacy demonstrated the
resourcefulness of participants in many ways. For example, one participant described advocating
for her mother to receive home care services:
I called the [Medicaid] number. I asked all my questions to the Medicaid people. I made
a list. What about this? And what about this? So, when I called them, I asked them all the
questions I had on my list, and I wrote whatever the answer was, I wrote in under the
question. And that's how I set up her home care.
Interpersonal relationships and family relationships were intertwined in this study. However,
much of the decision-making research distinguishes the influence of family relationships among
Blacks and other groups. Therefore, the section that follows focuses additional attention on
family relationships.
Family relationships
The value of family relationships among AA/Blacks was acknowledged by several
researchers (Allen, 2009; Boucher, 2016; Bullock, 2006; Carr, 2011; Conner & Chase, 2015;
Hudson et al., 2008; Johnson et al., 2009; Lamore, 2017; Moss & Williams, 2014; Shrank et al.,
2005; Wolff & Boyd, 2015). For example, Shrank and colleagues (2005) explored the structure
and content of EOL discussions among a comparative group of Black and White focus group
participants and found that AA/Blacks preferred to include more family, friends, and spiritual
leaders in discussions; while Whites preferred discussions among close friends and immediate
family members. Boucher (2016) reported that AA/Blacks often preferred family-oriented
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approaches to decision-making related to advanced illnesses. Lamore, Montalescot, and Untas
(2017) examined the roles of family members in treatment decisions for adults without cognitive
or psychiatric impairment and found that: 1) care recipients often made final decisions after
consulting with their family members; and 2) family involvement in decision-making was
influenced by personal, cultural, and family-related factors. Although Lamore and colleagues’
systematic review did not include studies specific to AA/Blacks, findings were consistent with
the current study and highlight the significant role family caregivers play in decision-making
regardless of origin and ethnicity (2017).
Moss and Williams (2014) performed a systematic review of studies examining
caregiving among Afro-Caribbean older adults and confirmed the importance of family structure,
cultural identity, and communication about EOLC planning and GOC, especially during times of
vulnerability. Because AA/Blacks originate from within the U.S. as well as multiple countries
throughout the Caribbean and Africa, a diversity of experiences and beliefs about EOL and GOC
emerged. For the most part, AA/Blacks emphasized belief in interdependence, family, culture,
and religion. However, Moss & Williams (2014) also identified experiences with migration, as a
binding influence among Blacks/AA migrating from another country. Although Blacks/AA
originate from Africa, as does all of civilization, those born in the U.S. have little, if any, shared
knowledge of migration from other countries. However, cultural norms also emerged from
migratory patterns within the U.S, and shared histories and experiences.
In the current study, participants were not screened for their place of origin, but in
general, were from the U.S., Jamaica, and the U.S. Virgin Islands. Cultural norms were similar
in participants and often related to comfort measures. For example, one participant mentioned
that her granduncle wanted to go home so he could eat native foods.
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After he was hospitalized, they decided that he had to go to [rehab] and he was very
depressed about it. When am I going home? When am I going home? I need to go home.
In the middle of the night he’s calling, he needs his goat head soup. He needs this, he
needs that (chuckles), so it was more annoying than any other call.
For this care recipient, cultural foods were tied to “being home”, being comfortable, and
having a sense of control. The caregiver’s response also shows a level of empathy and ‘knowing
the person’ that allowed her to anticipate future responses. Subsequently, the participant returned
home as was his desire.
Familial and generational influences in ACP were explored by several researchers:
Freytag & Rauscher, 2017; Su, McMahan, Williams; and Sharma & Sudore, 2014. For example,
Freytag & Rauscher (2017), examined intergenerational communication about ACP and
emphasized the need to approach ACP as a family communication process, noting that beliefs
and attitudes follow generational patterns. The authors suggested that communication with the
whole family may decrease death anxiety, enhance openness, and improve knowledge of
surrogate decision-making (Freytag & Rauscher, 2017). Although Freytag & Rauscher’s
quantitative study only included a small number of AA/Blacks (<1.8%), the general findings are
relevant to AA/Blacks. In a focus group study of diverse participants, Su and colleagues (2014)
examined familial expectations and family dynamics on surrogate decision-makers and found
profound spoken and unspoken expectations based on birth order, especially among firstborn
caregivers. Several participants in the current study expressed feeling responsible for caregiving
and decision-making as the oldest sibling.
Consistent with several research studies, Blacks/AAs preferred informal discussions of
GOC and EOLC preferences with family and friends rather than documented forms, such as: do
not resuscitate (DNR) orders, living will, or durable power of attorney (Bullock, 2006; Carr,
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2011; Johnson, et al., 2009; Shrank et al., 2005). For example, Shrank and colleagues (2005)
acknowledged the importance of the family in decision-making and pointed out that decisions
must be based on the beliefs and preferences of the patient. Carr (2011) found that institutional
practices in EOL decisions focused mainly on the individual’s autonomy, implying a need to
adjust EOL discussions and decisions to include close family members. Johnson (2008),
reported the essential role family members play in decision-making and the value of expressing
preferences informally, whether oral, written, or through delegation. In other words, informal
discussions should be encouraged, and care preferences respected the same as if written.
However, this approach may lead to conflicts, particularly if the individual’s perceptions of the
care recipient’s wishes differ, or if written preferences differ from oral preferences as described
by one participant:
We were just having these conversations because my grandmother had a lot of land, and
it was given to her children, but it wasn’t clearly defined. That’s why I bring it up to my
mom. That’s why it’s so important to have a will because grandma gave this child two
pieces of land and put other people’s names on there.
In the above anecdote, the family caregiver was aware of potential conflicts and encouraged her
mother to make her preferences written, but her mother followed the pattern set by her mother
and refused discussion. The caregiver was left feeling frustrated but determined not to repeat the
pattern.
In the current study, only one care recipient had both a health care proxy and a final will
and testament; two participants had power of attorney (POA); three participants had health care
proxies, and only one reported having a DNR. Care recipients with increased physical
limitations were more likely to have a durable POA, which allowed caregivers to transact
business for them. Although only a few care recipients had health care proxies, it was the most
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executed document in this study. The majority of participants understood care preferences
through informal discussions with care recipients during their relationship, and not necessarily at
one particular point in time.
Care Preferences and Influencing Factors
Most studies showed a consistent preference for life-sustaining and aggressive treatment
among Blacks/AA facing ACIs (Carr, 2011; Huang, Neuhaus & Chiong, 2016; Kwak & Haley,
2005; Sanders, Robinson & Block, 2016; Wicher & Meeker, 2012). For example, in a
systematic review of racial and ethnic diversity, Kwak & Haley (2005), reported that AA
consistently preferred life support and lacked knowledge of AD. Similar findings were reported
by Sanders and colleagues’ systematic review (2016), which showed AA preferred more
aggressive care, participate less in ACP, and preferred informal discussion of EOL rather than
completing AD. The current study supports these findings because the majority of caregivers
engaged in informal discussions of GOC and EOLC preferences.
Huang, Neuhaus & Chiong (2016) examined national survey data of a large sample (n =
2,154) of older Americans (age 50 and older) to determine if factors other than ethnicity
explained differences in AD, and found that even with adjusted multivariate models, Blacks
were still significantly less likely to complete AD (odds ratio [OR] = 0.42, 95% confidence
interval [CI] = 0.24–0.75). Quantitative studies consistently reported disparities in care
preferences for AA, but researchers also recognized the need for qualitative data to understand
the reasons behind AA’s care preferences (Gerst & Burr, 2008; Sanders, et al., 2016). Findings
from this phenomenological study provide some insight into the experiences and meanings
attributed to decision-making among family caregivers of Black/AA older relatives and may fill
this gap. Decision-making among Blacks/AA is multidimensional but often accomplished in
collaboration with family members or close friends. Among factors that influenced AD or GOC
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discussions in the current study were: lack of knowledge and understanding of AD; limited or no
discussions of AD with health care providers; lack of understanding of the legalities and the
process of obtaining AD; confidence or mistrust in the decision-maker or the health care system;
and beliefs and values.
To explain racial differences in AD and attitudes about hospice, Johnson, Kuchibhatla,
and Tulsky, (2009) performed a cross-sectional study to identify a common set of cultural beliefs
among AA. Consistent with other researchers, Johnson and colleagues (2009) found that
AA/Blacks were less likely to have AD and preferred aggressive treatments at EOL. However,
the authors also identified cultural variables that influenced attitudes and behaviors, such as: (a)
less favorable beliefs about hospice care (p<.001); (b) uncomfortable discussing death; (c)
spiritual beliefs that conflicted with the goals of PC, and (d) distrust of the health care system.
No single variable explained racial differences in beliefs about AD or hospice among Blacks
(Johnson, et al., 2009).
Several researchers posited spirituality and religious beliefs influenced care preferences
and decision-making (Bullock, 2011; IOM, 2015; Johnson, et al, 2009; Nath, Hirschman, Lewis
& Strumpf, 2008; Payne, 2016; Vroman & Morency, 2011). Other influencing factors affecting
care preferences were discomfort discussing death (Bullock, 2006; Kale, Ornstein, Smith &
Kelley, 2016; Lovell & Yates, 2014), and mistrust of the health care system (Bullock, 2006; Elk,
2016; Johnson, 2009; Johnson, 2016). These subtopics are further addressed in the sections that
follow.
Spirituality and Religion. In a profile of religion among AA/Blacks, the Pew
Foundation reported that compared to other ethnic and racial groups in the U.S., AA/Blacks were
the most religious group (2008). In 2007, 87 percent of AA/Blacks had a religious affiliation;
eight out of ten AA/Blacks reported religion as very important in their lives; 53 percent attended
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church weekly, and three in four reported praying daily (Pew Research Foundation, 2008). As
this profile suggests, religion is a significant influencing factor among AA/Blacks.
Subsequently, many researchers examined the influence of religion and spirituality on decisionmaking among Blacks (Bullock, 2011; Carr, 2011; IOM, 2015; Johnson, et al., 2009; Johnson et
al., 2016, Nath, Hirschman, Lewis & Strumpf, 2008; Payne, 2016; Vroman & Morency, 2011).
Spirituality is often used synonymously with religion; however, spirituality is “more about one's
personal belief and experience of a higher power or higher purpose.” (Tisdell, 2001, p. 2).
Spirituality can encompass religion, faith, and belief in a higher power. However, spiritual
persons may or may not consider themselves religious. Beliefs and values associated with
religion and spirituality influence the attitudes and behaviors of individuals, families, and
communities.
In a focus group study of AA/Blacks, Bullock (2006) identified “faith and spirituality” as
a theme that influenced the completion of AD. When participants in Bullock’s study were asked
if they would like to experience a “good death” at the end-of-life, they grew suspicious (Bullock,
2006, p. 189). Even after explaining that a “good death”, meant one that is respectful of their
wishes”, seventy-five percent of participants refused to complete AD. One participant stated: “If
they don’t treat you good when you are getting around well, why would they honor and respect
when you’re on your last leg and dying?” (Bullock, 2006, p. 191). Reasons for not completing
AD were often intertwined with religion and mistrust but largely focused on faith in God, hope,
trust in miracles, and mistrust in health care providers and the health care system.
Carr (2011) found that AA participants in her quantitative study expressed beliefs that
“God controls life and death decisions”, therefore, the value of ACP may be deemed irrelevant
(p. 15). Similarly, in a qualitative exploratory study, Nath and colleagues (2008) revealed that
participants had a strong belief in God as a source of health, survival, and well-being. In other
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words, God is the ultimate decider; God controls life and death (Nath, 2008). Johnson et al.
(2016), performed a focused group study to examine the impact of faith beliefs on decisionmaking and EOLC and they found that, among AA, faith beliefs, emotional issues, family
dynamics, and insufficient knowledge about PC were influencing factors in decision-making.
Shrank and colleagues (2005) reported that spiritually motivated AA/Black participants in their
study who tended to value the “protection of life at all costs” (p. 703). However, Shrank et al.’s
study was based on a hypothetical scenario and may differ from actual experiences (2005).
In the current study, spiritual beliefs as motivations for decisions were not directly
screened or expressed by all participants, and only a few participants offered information about
spiritual or religious beliefs as related to decision-making for ACIs or EOLC. Interestingly,
Crump (2017) also reported participants in her focused group study barely mentioned religion or
religious beliefs about death as influential in completing AD. However, in the current study, it
was clear that spirituality and religious beliefs were integrally related to caregiving and decisionmaking experiences, as expressed during the interviews. For example, one participant
continually shared how blessed she felt when it came to her mother’s health,
We were blessed. She’s never been hospitalized except for the birth of her children and
her tonsils out with me when I was 13, we were in the same hospital.”
This anecdote ties together blessings and embodiment, as the participant shared the symbiotic
nature of their relationship. Another participant described her spirituality in response to a
situation when her mother came home from church very disturbed by negative comments made
by other family members. This anecdote showed the participant’s strong religious beliefs, and
demonstrated religiosity as a protective mechanism against negativity and towards coping with
uncomfortable situations.
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I gave her a chance to just cool down, in the name of Jesus, I rebuke that negative spirit,
in the name of Jesus. I was rebuking that spirit. “No, don’t come in here, get out of here.”
It was awful, and to see she was coming from church, and I had just come from church
too, and was just unwinding. I don’t know if you’re a believer, but it was as if the devil
came in on her tail. I just couldn’t get it, but I sent him to hell with that.
Much of the literature surrounding the influence of religion and spirituality among
AA/Blacks were interwoven with other concepts that influence health care decision-making,
such as discomfort with discussing death and mistrust of the health care system as further
described in the sections that follow.
Discomfort with Discussing Death and Goals of Care. Cultural influences include
beliefs and attitudes about discussing death and dying. The topic of death is uncomfortable for
many, but for some, it is also viewed as a forbidden topic based on religious and personal beliefs
(Crump, 2011; Johnson et al., 2008; Kale et a.l, 2016; Su et al., 2014; Yancu, et al., 2015).
Johnson, et al. (2008) reported that AA/Blacks expressed discomfort discussing death, noting
that “Those who believe in God do not have to plan for end-of-life.” (p. 1956). These sentiments
highlight the findings of other studies that addressed religion, spirituality, faith, and hope.
Crump (2011) grouped the fear of death into three categories: “fear of death,” “fear of talking
about death,” and “death is final.” Fear of death was associated with the finality of life (Crump,
2011). In the current study, one participant who had prior family discussions about EOLC
expressed her fear of making the final decisions. In the anecdote that follows, past, present, and
future intersect as the participant contemplated finality.
One day, my children might have to be in the same position that I'm in. You start worrying
about what if I do actually have to make a decision? What if I do have to sign these
papers? You start picturing things. It's a possibility. You have your friends losing their
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parents. Your parents are still hanging on. You start thinking about a lot of things as they
get older because my parents are almost pushing in their 70s.
Yancu et al. (2015) also described individuals’ heightened sense of anxiety when talking
about death. Although a “good death” is meant to convey the idea that one’s values are
respected, concepts surrounding a “good death” conjures up different perceptions for many
individuals. For example, some people believe a good death is “going to sleep and not waking
up”; others believe a good death is not suffering; some believe in salvation and having a personal
relationship with the Lord; some believe in the sanctity of suffering; and some believe that the
end of the physical life marks the beginning of the after-life (Crump, 2011; Johnson, 2009;
Yancu, 2015). Additionally, the belief that one can “speak negative things into existence” is
another influencing factor that can result in avoidance of the topic of death and ACP. A diversity
of views and cultural values among AA/Blacks influence GOC and EOLC preferences and
decisions. Even within AA communities and families, there is a diversity of beliefs, values,
religions, and influences. In the current study, one participant shared her views about discussing
GOC as follows:
It's never a pleasant situation. So, I could say that I had no problem discussing it. I was a
little uncomfortable with both him [granduncle] and my grandmother and my granddad
to say, this is what is more appropriate for you.
Although the participant did not specifically address AD, a pattern of discomfort in addressing
GOC transcended generations. Another participant appeared reluctant to address GOC during
our interview and changed the topic several times. When asked if she had “discussed GOC, AD
or anything like that” with her mother? The participant appeared uncomfortable and changed the
topic to knowing which doctors her mother was seeing, a less sensitive topic:
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No, …well… advanced directives, she made arrangements that, her health care, she made
sure we know who her doctors were. I’m making sure I know what doctors she goes to.
Eventually, the participant stated that she did not have any formal or informal discussions with
her mother. Although the participant did not overtly express her discomfort, I sensed the
discomfort. During post-interview reflections, I recalled that the participant was Jehovah’s
Witness, and I wondered if the participant’s religious convictions precluded such discussions.
Upon further research of the topic, I did not find conditions that precluded such inquiries within
the Jehovah’s Witness religion, but the participant’s hesitancy could be attributed to many
personal or religious factors, including a general discomfort discussing death or contemplating
the mortality of a loved one. Eventually, the participant offered an additional explanation about
GOC discussions:
Some of the things, she’s pretty stubborn in a way, so even if we try to help her with
certain decisions, she’s like, this is what I decided, and that’s what I’m going to do.
Whatever you tell me, this is what I’m going to do.
To discuss EOL preferences and GOC requires a level of trust in the decision-maker. For
example, one participant described decision-making as her mother becomes more vulnerable in
the following way: “She knows me well enough to know I won't leave her, so, whatever she
needs that I can provide, I do it.”
Mistrust of the Health Care System. Mistrust of the health care system was posited by
several researchers as barriers to ACP and EOL care preferences for AA/Blacks (Bullock, 2006,
Crump, 2011; Daaleman et al., 2009; Johnson et al., 2009; Johnson et al., 2016; Payne, 2016,
Smedley et al., 2003). Many Blacks/AA are suspicious of the motives behind health care
providers promoting AD. Distrust among Blacks/AA is the result of multiple factors, including a
history of unconscionable experimentation, discrimination, racism, disparities, and
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miscommunication. Daaleman et al., (2009) explored the perception of seriously ill AA/Blacks
in ACP and found that none of the participants were asked about their values or perspectives.
Johnson et al., (2016) reported that participants in their focus group study felt communication
with health care providers was too brief, and information was too complicated to be of value.
Similar sentiments were expressed by Shrank and colleagues (2005), who found AA/Black
participants in their study felt pressured to make decisions and felt that communication with
health care providers could be improved. Participants either felt insecure or intimidated, but
ultimately, they were unsure how to approach health care providers to ask questions and get the
needed answers (Johnson et al., 2016).
Although many researchers identified distrust of the health care system as a common
barrier in discussions of GOC and EOLC, this was not expressed by all participants in the current
study. However, for those who discussed distrust in health care providers or the health care
system, participants remained suspicious of motivations and were vigilant in protecting care
recipients. Interestingly, the one participant who expressed distrust in the treatment of older
adults in health care institutions was complimentary of her mother’s primary care physician,
“When she went to her regular doctor, he knows her. He’s been a family doctor for a
good while. So, he’s not only treating her condition, he’s treating the person too.”
Having a conducive and collaborative relationship with a primary care provider provided a layer
of comfort in decision-making. Conversely, researchers also found inconsistent sources of health
care providers was a barrier in ACP (Daaleman, et al., 2009).
Summary:
Living out commitments with intention was elucidated in the committed/embodied
relationships of family caregivers. Participants embodied personal responsibility and were
motivated to make the best decision for or with their loved ones. The literature supported the
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value of family relationships in decision making and illuminated significant variables that
influence decision-making among Blacks/AA, such as care preferences, cultural values,
religion/spirituality, discomfort with discussions of death, and mistrust of the health care system.
Opportunities to enhance the quality of life for persons facing ACI and their caregivers lie in
understanding the meaning of the decision-making as experienced by family caregivers. The
section that follows elaborates on decision-making and situates decisions within various
contexts.
Making Meaningful Decisions Situated in Context
Decision refers to making a determination, judgment, or conclusion. Originating from
the Latin word “decidere”, the etymology of “decision” means “to cut off”, which implies that
making a decision simultaneously “cuts off” other options at that time. “Each decision divides
each time, existentially located between what can and cannot be resolved, what is anticipated and
unforeseen, and what is tentative and decisive” (Derrida, 1999/2008 as cited by van Manen,
Michael, 2014, p. 284). The way one is meaningfully oriented to the situation provides insight
into the concerns of the individual and reveals what is most important in that context. Some
caregivers were in a pattern of “figuring it out”. For example, one participant described difficulty
differentiating whether her mother was ill, “I don’t know if sometimes she’s really sick or if
sometimes she lonely. I can’t really tell the difference.” Within the caregiving relationship,
many decisions were met with a sense of ambivalence and uncertainty.
Suffering with Care Recipients – Embodiment
Other participants suffered with care recipients as they struggled to manage disease
processes, exacerbations, and burdensome symptoms. Meeker, et al. (2014) conducted a
qualitative study of the experiences of dyads in decision making and their responses to health
care needs. A grounded theory of “contending with advanced illnesses” evolved from the
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processes of suffering, struggling, and settling (Meeker, 2014). Shared suffering emerged as
universal among dyads, which increased as patients’ situations became more unmanageable or
dire. (Meeker, 2014). Participants in the current study, also showed embodiment and reciprocal
suffering as care recipients became more vulnerable.
There have been times that I’ve seen her very sick in the hospital, and I had to like step
out the room and cry (slight shakiness in voice) and not let her see me cry. And to go back
in because I don’t want her to see me like that. Because you feel helpless sometimes.
Mutual suffering emerged from threats to self-identity, fear of loss, and threats to an
intimate and caring relationship. Struggling emerged as dyads attempted to find meaningful ways
to respond to advanced illness. That means, dyads made decisions to either fight to live,
encompassing all available options, or to endure the situation one step at a time. Suffering and
struggling were dynamic processes, while the process of settling involved acceptance and
resolution to comfort-care (Meeker, 2014). Unlike participants in Meeker and colleagues’ study
(2014), care recipients in the current study were community-dwelling older adults with ACI but
were not terminally ill. Subsequently, most participants in the current study fluctuated between
phases of suffering and struggling. Only one participant in this study appeared resolved to the
settling phase, as she expressed: “The goal of care is Pal Care, and eventually, whatever happens,
it’s going to be at home”.
Contextual and Situational Decision-Making
Several authors examined contextual decision-making with family caregivers and care
recipients in various situations (Lamore et al., 2017; Lovell & Yates, 2014; Meeker et al.,2014;
Sudore & Fried, 2010). For example, in a systematic review, Lamore and colleagues (2017)
identified factors that influenced family involvement in decision-making as: illness factors,
patient factors, family factors, cultural factors, and medical factors. The authors further
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explained, illness factors were based on the disease (i.e., end-stage renal disease); patient factors
were tied to the level of dependency and needs (i.e., aging, frailty); family factors were based on
strong relationships; cultural factors were mostly related to differences in language or cultures
other than the health care provider, and medical factors related to relational influences when
patients were too sick or in need of an immediate or urgent decision (Lamore, et al., 2017).
Assertions of the current study are supported by Lamore et al. (2017) and other researchers that
suggest family caregivers’ involvement in decision-making was both contextual and situational
(Lovell & Yates, 2014; Meeker et al.,2014; Sudore & Fried, 2010). That means, family
caregivers were involved in decision-making about illnesses, patient, family, cultural, and
medical factors. One participant described her intimate involvement in managing complex
illness factors for her mother in the anecdote that follows. The description is based on a
conversation she had with her mother’s physician and addresses illness, patient, family, and
cultural factors:
She never had diabetes, but suddenly we're looking at the A1C level for a while, and then
suddenly, you [physician]decided you wanted to start her on Metformin 1000 mg, which I
thought was too much because it [blood sugar] was borderline. I did speak to him, and
we agreed to let me monitor it, just with her diet and some changes. He did agree, and we
held off on that. So, she still hasn't started it, even though she has diabetes. A1C level
hasn't gone up much. Because my grandmother had it, so, yes, diabetes was a concern,
but she doesn't need to be on that much of anything right now.
Medical factors that involved immediate attention were often decided by or with
family caregivers who noticed significant changes in care recipients (patient factors). In the
anecdote that follows, one participant described medical factors as an urgent situation arose:
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I called her, and she sounded very sleepy, and I said, Ma, were you sleeping? She says,
sorry. . ., but I was listening to her. Her speech didn't sound slurred, it just sounded
sleepy. So, I said to her, is everything okay? She's always, “yeah, it was so freezing, I
don't know, maybe I'm having another stroke.” I said, why are you saying that? And I
tried to talk to her to test her mentation, to listen to her speech. I didn't hear anything
that was different. I was at a conference, and I was coming back early next morning. So,
the next morning that I called her, I said to her, how are you feeling? She said, "I don't
know, I can't walk well." I said, Oh my God. So, I rushed back from South Jersey, and
when she came to the door to open the door, she was holding on and dragging her left
foot. I said, Oh my God. I said immediately ... she did have a stroke.
Family caregivers influenced health care decisions within all factors. Cultural factors
were revealed within the context of family patterns of illness and health, and family relationships
that endured over time. Most studies included in Lamore and colleagues’ systematic review also
found that family members’ influenced decision-making directly through behaviors and actions
to persuade the patient (2017). These findings are consistent with the current study because most
family caregivers elicited “buy-in” through persuasion or by coming to agreement with the best
action. The following anecdotes describe the importance of making meaningful decisions
supported by family members:
The latest decision we made, we were deciding, because of the need and the decrease in
mobility and the high-risk factor of falls, we decided we would have him in a long-term
facility, but that was something that we all come together.
On the other hand, gaining consensus and coming to agreement with care recipients was
also challenging at times. For example, after a fall that caused her mother to be hospitalized, one
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participant described her efforts in negotiating with the care recipient and hospital administrators
to get her mother into rehabilitation,
After the hospital, they were sending her home, and I asked her if she was willing to go to
rehab, and she said [mother]“if they could stop me from shaking and they could make me
walk” . . .and I said if you walk that’s fine, but if you could just stand that’s a big help.
Because to find aides, that’s another thing, they’re not supposed to do Hoyer lifts unless
there’s two people and they’re not gonna pay aides, so if she could stand, we wouldn’t
have to use the lift. So, that’s my prayer that they teach her how to stand or
whatever. . .make her stronger. They decided to keep her. We agreed to two weeks, but
she said they’re working well with her, so she’s willing to stay a month.
In the above situation, the family caregiver exerted direct influence as an advocate and
negotiator. Knowing that her mother must agree to go to rehabilitation, the caregiver respectfully
elicited cooperation through clear and transparent explanations with her mother. Negotiating
with health care administrators required a direct and assertive approach to advocacy that
considered the needs of the patient (care-recipient) and caregiver. Lamore et al. described the
types of influence exerted by family members as: direct or indirect, positive or negative, and
passive to dominant attitudes (2017). Extensive insight into the influence of family members in
decision-making was provided by Lamore et al. (2017); however, almost half of the studies (19
of 40 studies) in their systematic review addressed decision-making among patients diagnosed
with cancer, involved decision-making among patients and physicians, and did not include
studies of Blacks/AA in decision-making. The current study may shed additional light on family
influences in decision-making among AA/Blacks with ACIs other than cancer.
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Ambivalence in Terms and Interpretations Associated with Goals of Care
Making meaningful decisions in the context of ACI required exploration of family
caregivers’ experiences in decision-making surrounding goals of care (GOC), advanced
directives (AD), advanced care planning (ACP), and palliative care (PC). To begin exploring
the experience and meaning of decision-making among family caregivers of persons with ACIs,
a clear understanding of each term ACP, AD, EOL is needed. However, much of the literature
points to confusion and ambivalence in the use of these terms.
Advanced Care Planning, Advanced Directives, and End-of-Life Care. Advanced
care planning is a process of eliciting a patient’s values and life goals into care planning with
regard to communicating future medical care to medical providers and caregivers in order to
guide care in the event of incapacity or serious illness (Lum & Sudore, 2012; Sanders, Robinson
& Block, 2016; Sudore & Fried, 2010). Advanced directives are written legal documents that
allow individuals to choose preferences for medical care before one is incapacitated (National
Institute of Aging, n.d.). Advanced directives include such documents as health care proxy,
durable power of attorney for health care, and living wills (General Accountability Office, 2015).
Both ACP and AD are encompassed within the broad category of goals of care (GOC) because
they direct health goals and care preferences across a variety of dimensions.
Confusion evolves as some terms are used interchangeably by medical and non-medical
professionals. For example, few people differentiate the formality of AD with the process of
ACP, which can be formal or informal. Similarly, the term end-of-life decisions or preferences
refer to ACP and AD, but for many AA/Blacks, EOL preferences imply final arrangements and
connote finality, which is often met with a sense of anxiety. When one participant in the current
study was asked about her experience discussing goals of care with her mother, she became
emotional and addressed both GOC and final arrangements at the same time:

129
I felt good that I was able to talk about it while she was of sound mind. I wish we could
have talked a little more about final preparations. We have not, and that’s a little scary to
me now because I know I have to bring it up at some point. But medically, I’m in a good
place with what she wants. Because I know what. . . she’s afraid of pain; she’s afraid of
suffering, which many people are. She’s seen a lot in her sisters when they were ill, and
she doesn’t want that. So, I’m happy to have been able to do that with her. I know that it’s
going to be hard to follow through, but it’s her wishes, and it’s already documented, so
I’m going to make sure with follow through with it (emotional, eyes fill with tears).
Another participant described her understanding of her mother’s GOC through their informal
discussions, but while talking, the participant began to question her assumptions and consider
many aspects of future plans that needed to be formalized. She also concluded the topic of GOC
by addressing final arrangements:
I know she would not like if she's on support, and that means she's not really living
anymore. That support where you're not really, you know, [on a] machine, she would not
want that. But she needs to put that in writing. She also needs to put into writing what
happens to the house. Where does that go? Who does that go to? She needs to put that in
writing for insurance. Yeah, we had that [informal discussions], she definitely wants to be
cremated. She's not. . . she doesn't belong to a church, so, if I have it at a church, she's
fine. If I don’t, she's fine too.
In both anecdotes above, caregivers addressed medical decisions and final arrangements when
asked about GOC, indicating that clarity of terms and clear communication are necessary.
Sudore and Fried (2010) recognized contextual issues related to predicting ACP
preferences for individuals who were not facing critical decisions at the time. The researchers
suggested strategies to help patients and family members make “in-the-moment” decisions. In-
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the-moment decisions consider the context of decisions and ask decision-makers to consider
options based on situations other than the care recipient’s preference, such as “what if it is too
hard for loved ones to provide care for you/help you die at home?” (p. 259). Key steps to
prepare patients and surrogate decision-makers for “in-the-moment” decisions were: 1) choosing
an appropriate surrogate decision-maker; 2) clarifying and articulating patients' values over time,
and 3) establishing leeway in surrogate decision making.
Palliative Care, Hospice, and End-of-Life Care. Confusion about what constitutes PC
was also evident in several studies that address end-of-life, hospice, and PC in the same manner.
Some studies view PC as measures to alleviate pain and suffering in terminally ill hospice
patients or at the end-of-life, while other studies view PC as an interdisciplinary approach to
symptom management by specialists or health care professionals without regard to prognosis
(Bullock, 2006; Lem & Schwartz, 2014; Meier, 2011). Therefore, PC is viewed as both a
treatment modality and an interdisciplinary program of care for seriously ill individuals and their
family members. In the current study, only participants who were nurses were knowledgeable
about the definition of PC. However, even as registered nurses, the term PC was often viewed
the same as hospice or end-of-life care.
In a systematic review by Lovell & Yates (2014), contextual factors that influenced the
uptake of ACP in patients with PC were identified as: older age, having a college degree, having
a cancer diagnosis, functional impairment, understanding of poor prognosis; having specialist PC
service and being White. Conversely, predictable barriers to the uptake of ACP were found to
be: having non-malignant diagnoses, being AA/Black, and being uncertain about the legal status
of ACP (Lovell & Yates, 2014). Participants in the current study were mostly college-educated,
and care recipients varied in terms of functional limitations and disease progression. Lovell &
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Yates’ systematic review was mainly focused on the uptake of ACP from the perspectives of care
recipients (2014).
In the current study, most participants lacked knowledge of PC, and only a few had
formalized AD. These findings are consistent with many researchers who cite lack of knowledge
of PC, ACP, and AD as problematic, particularly among AA/Blacks (Bullock, 2006; Carr, 2011;
Daaleman et al.,2009; Kwak & Haley, 2005; Lem & Schwartz, 2014; Johnson et al., 2016;
Kayser et al., 2013). For example, Lem & Schwartz found that none of the participants in their
focus group study had heard of PC before the interview. Garvelink and colleagues (2016), found
gaps in knowledge and support of caregivers in decision-making, and suggested decision coaches
be provided to help caregivers through difficult decisions based on the values and needs of care
recipients and caregivers.
Policy Influences and Issues Related to Palliative Care
A deeper dive into health care policies related to PC revealed issues surrounding reimbursement
and costs associated with PC in conjunction with primary care services. It is implied that higher
health care costs are associated with PC. However, some researchers found that: health care
expenditures did not increase with the introduction of PC services; patient satisfaction increased,
and hospital readmissions decreased (Brumley et al., 2007; Byock et al.,2006; & Chen et al.,
2015). While a full array of PC services is available to hospitalized and hospice patients through
Medicare and Medicaid, reimbursement for comprehensive PC services for persons without
“terminal illnesses” varies and is often limited to treating symptoms, such as pain management
(Ollove, 2017).
In 2010, NYS enacted the Palliative Care Information Act, Public Health Law section
2997-c, that required health care providers to educate patients about the benefits and accessibility
of PC for terminally ill patients (Morrissey, Leven, & Caprio, 2017). In 2011, the NYS Palliative
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Care Access Act, section 2997-d, was added to the Public Health Law extending access to PC
services to persons with “advanced life-limiting illness or conditions” (Morrissey et al., 2017).
However, there is little difference in the definitions of “terminal illness” and “advanced lifelimiting illness,” both are progressive diseases or conditions that cannot be cured, cause
significant impairment in function, affect quality of life, and are likely to lead to death (Morrisey
et al., 2017). Despite the implied prognosis and time limits for persons with “terminal illnesses,”
the subjectivity of definitions may influence the offer and uptake of PC. Implementation of
comprehensive PC services is dependent on health care providers deciding if conditions are
appropriate for referrals, or for patients and their advocates to inquire about PC services at a time
when they are already vulnerable.
Although patients receive information regarding the accessibility of PC services, referrals
to comprehensive PC services (outside of hospitals or hospice), are left up to primary care
providers or other health care providers. Community-based PC programs are limited, and few
consumers are aware of their existence or accessibility for older adults with ACI (Reid,
Ghesquiere, Kenien, Capezuti, & Gardner, 2017). In the current study, most participants had no
knowledge of community-based PC, a finding consistent over more than a decade of studies. It
is possible that referrals are still based on disease progression and a state of “terminal illness.”
Decision-Making Styles
Decision dynamics included analyzing the process of decision-making and preferred
decision-making styles. However, most research focused on the decision-making styles of care
recipients, not family caregivers (Braun et al., 2014; Girling & Morgan, 2014). For example,
Braun and colleagues (2014) identified two decision-making styles in their qualitative study of
veterans making EOL decisions: 1) deciding for oneself, and 2) letting others decide.
Additionally, Braun et al. (2014) identified variant decision-making styles as autonomists,
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altruists, authorizers, absolute trusters, and avoiders. Girling and Morgan (2014) explored the
experiences and perceptions of older women regarding ACP and found similar themes reflected
in decision-making: autonomous care planners, externally reliant planners, aware of preference,
wishful thinkers, and avoiders. However, Girling and Morgan defined autonomous care planners
as those who had contracted long term care insurance, not ACP (2014). Concepts most related to
the roles of family and friends in future planning were: “externally reliant planners,” defined as
those who viewed family and friends as primary resources for the future; and “being aware of
preferences,” a theme that emerged as a key first step for making decisions. Interestingly,
knowing one’s care preferences as a necessary first step for care recipients was an area that was
not fully explored or understood as a contributor to ACP.
In the current study, participants and care recipients varied in decision-making styles.
Some care recipients were autonomous deciders and insisted on being aware and involved in all
decisions. However, being autonomous did not exclude collaboration with family caregivers or
other family members. A few care recipients were “absolute trusters,” as they fully trusted
caregivers to make their health care decisions. Only two participants expressed experiences with
care recipients who were absolute “avoiders” and refused any discussion of GOC. However, I
can only assume these behaviors and decision-making styles based on interviews with caregivers
and not direct descriptions from care recipients. Regardless of decision-making styles, most
participants collaborated with care recipients to make decisions.
Summary
Making meaningful decisions situated in context, emerged as an essential theme
elucidated by contextual influences and involvement of family caregivers in decision-making.
Most decisions were guided by situations that required immediate assessment or attention.
Making meaningful decisions related to GOC requires a clear understanding of common terms,
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such as ACP and AD. Confusion about what constitutes PC versus hospice was also shown to
be a barrier to the understanding and uptake of PC. Lack of knowledge of PC, particularly
among Blacks/AA, has been consistent for well over a decade. Health care consumers need to be
educated on the meaning of PC, types of PC, eligibility criteria, and accessibility of PC services
in their neighborhoods. A deeper dive into health care policies revealed issues related to
reimbursement, associated costs, and management of PC services. Ultimately, meaningful
decisions involve understanding the underlying beliefs and motivations behind decisions and the
conditions that make effective decision-making possible. The section that follows discusses the
inceptual nature of decision making as a process of reflection and anticipation.
Reflecting on the Past, Anticipating the Future
Hermeneutic reduction is a central concept that leads one back to pre-understandings and
interpretation before reflection begins. Eidetic reduction reveals the “whatness” of an
experience, propelling one to identify what the experience is and what it is not. Phenomenology
aims to put the essence back into an experience in order to reveal the original nature of the
phenomenon that is often taken for granted. As family members were interviewed, participants
revealed stories that captured the meanings underlying lived experiences. It was at the point of
reflection that many family caregivers began to wonder and question their understanding of
events, relationships, and experiences with decision-making. Similarly, it was through intense
reflection on narrative descriptions provided by participants that the essences of the experience
were revealed. Etymologically, reflection means to bend back (online etymology dictionary,
n.d.). Metaphorically, as a mirror bends light rays to reflect back an image, human reflections
look back through time to give light and meaning to everyday experiences.
Although interpretive statements revealed the essences discovered through eidetic
reduction, they were not mutually exclusive. In the same way, the foundational existential
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themes (lived relation, time, space, and body) are inseparable from the life-world experiences of
participants. “Care is given, and decisions are made within the context of the past relationship
with the patient and the ongoing and future relationship with the patient and other family
members” (Conner & Chase, 2015, p. 457). For many participants reflecting on the past, was the
impetus for acting in the present and anticipating the future. That is to say, long-held beliefs and
values influenced family caregivers and care recipients. However, when family values and
beliefs no longer served the same purpose or became dysfunctional, they either evolved or
created a sense of tension and conflict. For example, one participant described how she would
handle family conflict based on changing health care technologies and the potential for improved
health, but she also accepted if the outcome would be poor:
This may be hard, folks, I know what mom said, but she can come through this. We can
get her back to basically, the mom that we had before. She just has to come through this.
Or, no. she's never going to be herself again; she's going to be too ...
Beliefs and Past Experiences with Death and Dying
Beliefs about death and dying are strongly tied to family values, religious beliefs, personal
feelings, and learned behaviors. As such, talking about death and communicating care
preferences before or at the end-of-life creates a sense of uneasiness for many, but increasingly
so for AA/Blacks (Bullock, 2011; Carr, 2011; IOM, 2015; Johnson et al., 2009; Johnson et al.,
2016, Nath, Hirschman, Lewis & Strumpf, 2008; Payne, 2016; Vroman & Morency, 2011).
Because the topics of death and dying and the influence of religious and spiritual beliefs was
discussed in prior sections, further discussion is limited in this section. However, relevant
literature that supports or differs from the findings of the current study is discussed.
Several researchers identified past experiences with death and dying as influential in
communicating care preferences with close relatives and friends (Bullock, 2006; Carr, 2007;
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Hansen, Archbold, Stewart, Westfall & Ganzini, 2005; Moss, Douglas, Baum, & Daly, 2019).
Family members are highly influenced by positive and negative past experiences. For example,
in a focus group study by Bullock (2006), one participant shared an experience visiting a church
member in hospice. Each time the participant visited the parishioner, she was told how little
time the parishioner was expected to live. However, the parishioner survived well past the time
allotted for hospice care and was sent home. This experience rattled the participant and
reinforced her belief that mortality is in the hands of a higher power:
Imagine, they keep telling you that you are going to die any day now. You try to get
your mind ready for death, and then the good Lord says, “Not yet,” and you keep on
living. That’s why I don’t believe in any of these things that say you need to plan for
death. No matter how sick you are, there is a higher power that has the last say (Bullock,
2006, p. 190).
In the current study, only two participants reported prior experiences with hospice or PC
for another family or a close friend. One participant explained that she and other family
members discussed PC with health care providers and agreed to provide comfort care and treat
acute symptoms while keeping the care recipient at home,
There was a Pal Care team that came and met with us, saying, just offering it up, because
I can see that’s part of the goals of care. I don’t really look at here now, I’m just saying
what can happen. Prepare for the future. I don’t think we’re going to put him back in
[Long-term Care facility]. We only put him back in if he has a UTI [urinary tract
infection] and decreased perfusion. We know that it’s a reoccurring UTI. We are pushing
fluids, but you can never push enough. Not even that, the doctor knows and writes the
antibiotic. As I said, we are definitely keeping the comfort thing going. The comfort
thing strictly, treating symptoms.
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Although the care recipient was not officially receiving PC services, the family caregiver
and primary care provider worked together to manage the burdensome symptoms and to keep the
patient home. This approach to care management at EOL appeared to satisfy all parties. The
care recipient avoided frequent hospital readmissions and potential exposure to more threatening
conditions, while the caregiver felt satisfied that she was able to manage symptom burden
without aggressive treatments, and she honored the care recipient’s desire to “be at home,”
That’s what he wants, that’s why we want to do it now, being that he has a little capacity
to know ‘I’m home’, instead of losing it totally, in time to take him home because this is
what he needs or what he requested. So that’s going to be the goal of care. The goal of
care is Pal Care, and eventually, whatever happens, it’s going to be at home.
It is possible that this arrangement was more effective because the caregiver was a
registered nurse in home-care. Additionally, the caregiver accepted that if the care recipient’s
health deteriorated in the future, PC services would be implemented but most likely through
hospice services because the terms were often used interchangeably.
Ease of Making End-of-Life Care Decisions
Ease of making EOL treatment decisions was related to the caregiver’s prior relationship
and knowing the care recipient’s wishes and personality. These results were supported in a
qualitative study by Hansen and colleagues, who noted that the ease of decision-making about
EOL treatments was promoted by “knowing the elderly relative’s character, personality, values,
beliefs, and life experiences” (2005, p. 31). Temporality was evident as the family caregiver was
able to project the future based on past understandings. According to Benner (1994), temporality
– is “the way one projects oneself into the future and understands oneself from the past (p. 104).”
Additional factors that attributed to caregivers’ experience of ease during decisionmaking were prior experiences with health care decisions, experience with death and dying; and
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understanding the prognosis and immediate needs of care recipients (Carr, 2011; Hansen et al.,
2005). Carr (2011) found that persons who experienced loss and particularly those who
experienced sudden death or prolonged, painful deaths of a loved one, were more likely to
prepare for EOL and to plan for the future.
Several studies examined preferences in decision-making, such as, whether decisions
were made independently or collaboratively (Braun et al., 2014; Girling & Morgan, 2014; Wolff
& Boyd, 2015. For example, in a 2012 national health aging trends survey, Wolff and Boyd
examined person-centered and family-centered care among older adults and found that the
majority of participants preferred to actively participate in health care decision and one in three
independent older adults preferred to share or leave health care decisions to family members or
close friends (2015). Likewise, findings in the current study showed that almost all decisions
were made collaboratively between caregivers and care recipients.
Decision dynamics included analyzing the process of decision-making and preferred
decision-making styles. However, most research focused on decision-making styles of care
recipients, not family caregivers (Braun et al., 2014; Girling & Morgan, 2014). For example,
Braun and colleagues (2014) identified two decision-making styles in their qualitative study of
veterans making EOL decisions: 1) deciding for oneself and 2) letting others decide.
Additionally, Braun et al. (2014) identified variant decision-making styles as autonomists,
altruists, authorizers, absolute trusters, and avoiders. Girling and Morgan (2014) explored the
experiences and perceptions of older women regarding ACP and found similar themes that were
classified as autonomous care planners; externally reliant planners, aware of preference; wishful
thinkers, and avoiders. Girling and Morgan (2014) defined autonomous care planners as those
who had contracted long term care insurance, not ACP. Concepts most related to the roles of
family and friends in future planning were ‘externally reliant planners’, those who viewed family
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and friends as primary resources for the future and ‘being aware of preferences’ which emerged
as a key first step for making decisions. Interestingly, knowing one’s care preferences as a
necessary first step for care recipients was an area that was not fully explored or understood as a
contributor to ACP.
In the current study, participants and care recipients varied in decision-making styles.
Some care recipients were autonomous deciders and insisted on being aware and involved in all
decisions. However, being autonomous did not exclude collaboration with family caregivers or
other family members. A few care recipients were “absolute trusters”, as they fully trusted
caregivers to make their health care decisions. Only two participants expressed experiences with
care recipients who were absolute “avoiders” and refused any discussion of GOC. However, I
can only assume these behaviors and decision-making styles based on interviews with caregivers
and not direct descriptions from care recipients. Regardless of decision-making styles, most
participants collaborated and communicated with care recipients.
Reflections on Past Experiences
Reflection was evident as participants described mortality as a phenomenon that is
inevitable but also unpredictable as to the timing and circumstances. One participant expressed
the fragility of life and the need to keep family members involved in this way:
We don’t know the time. We don’t know the place. It could be me before her and so on,
but I need to make sure they’re [siblings] clear on it [GOC], so there’s no grievance that
comes out of it.
Reflections on past unpleasant experiences and family conflicts propelled some
participants to communicate GOC informally or in writing. Participants who witnessed or were
involved in conflictual experiences with loved ones at the EOL expressed the desire to spare their
children, siblings, and loved one’s future unpleasant experiences. Family ties continue even after
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the death of a loved one; therefore, collaborative decision-making and clear communication of
preferences within the family were important to maintaining peaceful relationships in the future.
Both care recipients and family caregivers were concerned about maintaining the integrity of the
family relationships. For example, one participant expressed the need to know and formalize
EOL plans, “I need to know XYZ. . .people get stupid [when a close relative die].” Another
participant described her mother’s reaction to disruptive family conflicts at the death of her
mother’s sister: “She sees what’s going on with that family right now and it’s pulling and
tugging, I think she wanted to make that clear [the family caregiver was the decision-maker].”
For one participant, the experience of making decisions for her granduncle was much
different from the decisions she made as the sole caregiver and decision-maker for her mother.
She noted decisions were much easier as the sole decision-maker compared to decision-making
by family consensus.
I didn’t have to reach out and share decisions, and then everyone has to come to one
decision. I just made the decision because I’m the one that was totally in charge of her
care, and her goal of care was different because we wanted her to go home. She wanted
to go home, even though I had to change, uproot my whole family, and purchase a home
without steps, and then she says, “you know I think I need to go home [back to the
Caribbean].”
Summary
Reflecting on the past and anticipating the future emerged as the third essential theme
that elucidated the meaning of decision-making among family caregivers. Beliefs about death
and dying are strongly influenced by family values, religious beliefs, personal feelings, learned
behaviors, and prior experiences. Reflection incorporates exploring the nature of temporality
and sources of endurance. Through reflection, participants were able to take action in
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anticipation of the future. In conclusion, the synthesis of data and literature provided the
foundation for the essential themes made known in this study. The sections that follow discuss
limitations of the study, implications, researcher’s reflections, and conclusions.
Limitations of the Study
This phenomenological study was designed to explore the lived experiences and meaning
of decision making among family caregivers of Black older adults with ACI. As such, insight
gleaned from the interpretation of narrative descriptions are based on the unique experiences and
perceptions of participants. Although the interpretation of data may be transferable to other
situations, the findings of this qualitative study are not generalizable to the population because
narratives may generate different interpretations and possibilities. According to Miles and
Hubberman, (as cited by Padgett, 2017, p. 68), “Qualitative sampling is done for conceptual and
theoretical reasons, not to represent a larger universe.”
Another potential limitation is that the sample of participants was homogeneous,
consisting of all AA/Black women caring for a close relative with varying degrees of
impairment, and dwelling in an urban community. However, this study employed purposive
sampling to explore the experiences of a homogeneous group, that is, family caregivers of
AA/Black older adults, in similar situations. The majority of participants (nine out of eleven)
were caring for their mother. Attempts to triangulate data by exploring the experiences of male
family caregivers were unsuccessful. Another limitation is that the majority of participants in
this study were college graduates (at least ten of eleven), which in itself is not a limitation, but
indicates participants had a higher level of knowledge, understanding, and willingness to
participate in research.
More than half of the participants were registered nurses (six out of eleven) with varying
levels of experience. Of the registered nurse participants, most worked or had experience
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working in home-care, and three of six held advanced practice degrees and positions. Nonnurses may be less comfortable confronting health care decisions. All participants had
competing demands, meaning they either worked full-time (n = 9) or part-time (n = 2); had
families of their own; and/or were caregivers of more than one family member at the same time.
Competing demands limited available time for participating in research, and exacerbated feelings
of being overwhelmed and frustrated. However, being flexible and understanding of competing
demands facilitated interviews and participation.
Implications
Nursing Profession
Unless patients are facing serious illnesses or life-threatening conditions, the question of
GOC is barely addressed. In my personal experience, I witnessed seriously ill patients treated in
the Emergency Department and re-admitted to hospital units, without anyone addressing EOLC
preferences or the potential for PC. Even in the current study, only one participant was asked
about PC or GOC in the health care setting. Confusion about which staff should start the GOC
conversations and to what extent needs to be clearly communicated. Challenges to addressing
GOC by health care professionals are complex but generally involve discomfort discussing
death, lack of knowledge and approaches to addressing GOC, time allotment, and patient/family
readiness (Government Accountability Office, 2015).
Nurses interact with individuals and families in many health care arenas and can ask
questions about GOC that can facilitate conversations and help individuals and family members
begin to think about care preferences. However, the role of nurses in discussing GOC vary.
Typically, ACP or AD is addressed by nurses as a question on admission but not as a structured
conversation. Clinicians have the responsibility of addressing prognosis, treatment options, and
GOC with patients and surrogate decision-makers (AHA, 2019). Yet, when patients and family
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look for answers or wish to ventilate their feelings, it often nurses who listen, help clarify
information, and provide support. Nurses strive to maintain person-centered and family-centered
relationships; as such, they are in a good position to work with interdisciplinary teams and to
clarify care preferences, especially among persons with ACIs.
In addressing care preferences among Blacks/AA, it may be helpful to emphasize “GOC”
and avoid using the term “EOLC,” which connotes death, finality and creates a sense of anxiety
for those who are opposed or uncomfortable discussing death. Respecting the beliefs, values,
and experiences of AA/Blacks is vital in establishing rapport and a trusting relationship in which
GOC may be discussed. Other challenges noted among Black/AA were lack of understanding of
ACP, medical terminology, confusion about legal requirements, and assuming that one must
consult an attorney or incur expenses to make EOL decisions. It is imperative that ACP is clearly
explained and not just delivered in written documents that are unlikely to be read.
Patients and family members also need to be given sufficient time to consider alternatives
and make decisions. In some cases, family members feel pressured to make decisions when their
family member is too ill or near death. In turn, family members may avoid visiting at a time
when they are most needed or yield to the pressure of making a decision when they are not ready,
creating a sense of unresolved guilt at EOL. Discussions of GOC need to be structured and
based on best practices. Formal guidance and questions that address different stages of ACP are
available to health care providers. Certainly, it would be better to have conversations about GOC
early in the disease trajectory, before the person is critically ill or too sick to make their own
decisions. Educating health care consumers beginning in the community would be beneficial.
According to HHS, health care entities receiving federal funds through Medicare and Medicaid
“must provide community education regarding AD directly or in concert with other providers”
(National Resource Center on Psychiatric Advance Directives, n.d., p.6). Although patients may
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receive written information about AD in health care and managed care agencies, actual
discussions in local communities are lacking. To implement ACP early, requires information be
provided early and shared with the health care team.
Education & Practice
To discuss GOC requires health care professionals possess adequate knowledge,
preparation, time, and a level of comfort. Where and how do nurses and other health
professionals learn about GOC, AD, ACP, EOLC, and PC? Undergraduate nursing curriculums
vary in approaches to providing education on GOC and EOLC discussions. Content is often
discussed in lectures or reading assignments. However, didactic information alone is not
enough. Health care professionals need to develop affective learning domains related to one’s
attitude and the ability to apply learning in clinical practice. Before nurses and health care
professionals can effectively discuss GOC, they must reflect on their own feelings, beliefs, and
attitudes. To facilitate self-awareness, nurses can write their feelings in a reflective journal. In
that way, nurses can bracket, or put in abeyance, personal beliefs that can hinder discussions
before interacting with patients and families. As previously noted, discussing GOC can create a
sense of apprehension for nurses and other health care professionals. Therefore, cognitive
knowledge should be integrated with clinical experiences and other interactive activities, such as
role-playing, case studies, and simulation.
Various formal programs provide individuals and health care systems with strategies to
promote ACP, such as “Respecting Choices.” Respecting Choices is a comprehensive program
that provides evidence-based educational programs and resources to organizations and
community programs to promote person-centered decision-making in ACP and GOC (Respecting
Choices, n. d.). Health care agencies have a responsibility to promote continuing education for
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nurses and other health care professionals, particularly those interacting with chronically ill
persons facing ACI.
Research
The influence of having a researcher with the same background as participants were
reported as significant in a few studies (Crump, 2011; Yancu, Farmer, & Leahman, 2010). Yancu
and colleagues (2010) suggested that AA were more comfortable discussing EOLC preferences if
the PC team was from the same background, meaning AA were more comfortable sharing
experiences with AA researchers. In a 2011 dissertation, Crump performed a focus group study
of AA seniors’ perspectives on completing AD and reported that participants felt providers need
to have social and personal experience with AA in order to connect professionally.
Reflecting on my experience as an emerging AA nurse scientist, I found participants very
receptive to questioning as I conducted the study. At times, participants used language that
showed a shared cultural understanding without pretense. Many sentences ended with eye
contact and, “you know what I mean.” Participants were interested in the study and shared their
excitement about the prospects of this study addressing decision-making and GOC among
AA/Blacks. I cannot say for certain that being the same race as the participants enhanced the
research, but I feel it facilitated communication.
Policy
If addressing goals of care is a priority, then policies that address ACP and EOLC
preferences need to be in place. In 2016, CMS enacted a policy to reimburse physicians, nurse
practitioners, and physician assistants for time spent having ACP conversations through
Medicare (American Hospital Association [AHA], 2019). To be eligible for full reimbursement,
the ACP conversation must be face to face with the care recipient or the designated decisionmaker and must take place on admission and thereafter, at the Annual Physical Exam (AHA,
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2019). Although discussing GOC on admission, provides a baseline for assessing care
preferences, unless the patient and their caregiver or designated decision-maker were prepared
for the discussion, the information obtained may be premature and may not reflect the depth of
meaningful GOC discussions. It usually takes time for patients to develop trust and become
familiar with the HCP and vice versa. ACP conversations can be held at other times, and as
many times as needed, but reimbursement is provided through Medicare, Part B, which typically
incurs a co-payment (AHA, 2019). For people without a primary care provider or who only seek
medical care when they are ill, ACP conversations are lacking. ACP is also a voluntary activity
and not mandated. When ACP is performed by other health care professionals, such as nurses
and social workers, reimbursement is only billable for persons with serious illnesses through
other services, such as “counseling and coordination” (AHA, 2019).
Reflections of the Researchers Experience
This phenomenological study explored the meaning of decision-making among family
caregivers of Black older adults with ACI. Embarking on this study was an eye-opening and a
fully embodied experience for the researcher. First steps began with understanding the
philosophical underpinnings of qualitative research methodology, then more specifically
interpretive phenomenology. Max van Manen (1990), along with other researchers, view
phenomenology as both a philosophy of being, a practice, and a method of human science
inquiry. Phenomenology is an immersive experience in which one is committed to exploring the
possibilities of a phenomenon in order to reveal the essential structure of that phenomenon.
Once committed to the phenomenological process, the search for essential meanings that
described the phenomenon of decision-making among family caregivers of Black older adults
commenced.
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Recruitment of participants was initially challenging because I was unable to recruit from
the senior centers as anticipated. While awaiting agency contracts and approvals, care recipients
who met the study’s criteria expired, and potential participants were lost. However, snowball
sampling was very effective for recruiting participants, particularly caregivers of family
members that did not receive formal services or attend senior activities. One day, I scheduled an
interview with a participant during her lunch break, and that person told her co-workers about the
study. One after another, her colleagues came to be interviewed. They were all caregivers of an
older Black relative with ACIs, and they were willing to share their experiences. Happily, I
ended up conducting four interviews that day. By the end of the day, I realized the mental and
emotional toll of entering one’s lived experiences with openness and inquisitiveness. It was an
exhausting but exhilarating day. There was not much time to reflect between each of the four
interviews, but once I had time to reflect, reoccurring themes emerged that centered around the
challenges of being a caregiver and making decisions, especially if other family members are not
involved and not supportive. However, family caregivers were resolute in their commitment to
the relationship. Another theme that stood out in my mind was that care recipients sometimes
made decisions independently, but not without talking to the family caregiver or other family
members. As previously discussed, the themes of commitment and embodiment were invariant
meanings that emerged in each participant.
Despite competing demands, such as work, family, and caregiving responsibilities,
participants willing committed time and attention to this research, for which I am very grateful.
Participant partnering was evident as many participants expressed the need for the study –
“preparing African Americans for the discussion and planning GOC.” Although interpretive
phenomenology is not predicated on universal phenomena, commonalities in the lived
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experiences were apparent. As one participant surmised, “We all go through some semblance of
this.”
Each participant shared their lived experiences and told stories that illuminated meanings
of both caregiving and decision-making for their loved ones. Admittingly, I use the term “care
recipient” and “loved one” interchangeably at times, which may have confused some readers.
However, the close relationships described within family caregiving relationships made the term
“care recipient” too distant or impersonal in certain contexts. The relationship aspect is not
limited to ‘being a recipient of care”, nor is the “caregiving relationship” limited to giving care,
but being present in shared togetherness. Through reflection on the narrative descriptions of
everyday life experiences provided by participants, the essential meanings of the phenomenon of
decision-making among family caregiver of Blacks/AA older adults emerged as: living out
commitments with intention; making meaningful decisions situated in context; and reflecting on
the past, anticipating the future. Through the process of imaginative variation, intense reflection,
and what I termed “thinking without thinking” and “learning without knowing it,” a final
integrated interpretive statement emerged as: “Living out commitments with intentions of
making of helping to make meaningful decisions that value the person, reflect past experiences,
and anticipates the future.”
In this study, a few variant themes emerged that lingered with me and bear mentioning in
a context outside of the essential meanings. One concept that emerged was the use of movies or
the media to promote discussions of care preferences at EOL. For example, one participant
noted, “Every now and then, we’ll watch a movie, and it will come up, and she’ll say, that’s what
you’re gonna do for me.” Although not an essential theme, the use of the media to spark EOL
discussions may be useful in future research. Movies that address concepts of EOL are not new
but may help families who avoid the topic of death feel less anxious about such discussions.
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Another thought that remains with me is that just being asked the questions contained in
this study ignited caregivers’ interest and determination to discuss GOC with loved ones.
Conducting this study and asking open-ended questions gave caregivers a chance to freely
express their feelings, which at times seemed cathartic. Many participants were eager to talk and
share their experiences. The interviews were often emotional, with tears and sighs punctuating
descriptions. I have a great appreciation and respect for the participants in this study as many
expressed their feelings openly and honestly, taking time to contemplate each question and
answer fully. From a professional standpoint, the nurses and participants in this study valued the
nursing profession and willingly contributed to the science and practice of nursing.
Recommendations for Future Research and Interventions
Future studies should examine the collectivity of family decision-making, as opposed to
decision-making by family caregivers or an individual. Family support, whether positive or
negative, permeated the caregiving and decision-making experiences of participants in this study.
Further exploration of the role family caregivers and family members play in decision-making
are needed. Another recommendation is to include family members in GOC conversations if the
care recipient is comfortable with family being part of the conversation. That means, care
recipients need to be screened to determine if a family caregiver or surrogate decision-maker can
be included in GOC conversations.
Because participants in this study were relatively homogeneous, one recommendation is
to recruit more men and persons without nursing or medical backgrounds in future studies to
ascertain similarities or differences in experiences and perceptions. During this study, I often
considered whether findings among Blacks/AA differ from other cultures, ethnicities, or races.
Future studies should be broadened to include a diversity of participants from other races and
ethnicities so that findings can be compared.
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Education about ACP and PC are needed. Programs to educate consumers should be
implemented in community settings with caregivers and care recipients in attendance if possible.
Education programs can be scheduled at community centers, churches, elder service agencies,
community board meetings, or tenant associations. Community partnerships with nursing
organizations are a way to promote outreach and education programs about ACP, GOC, and PC
without incurring too much cost. Partnerships with elder service agencies also provide
opportunities to educate home-bound and community-dwelling seniors and their caregivers about
ACP and PC. Elder service agencies have the potential to leverage resources and significantly
expand the reach of PC in the community (Reid et al., 2017).
Primary care settings seem ideal to begin conversations about GOC; however, adequate
time must be allotted for focused discussions. Expectations about the initiation of the
conversation, follow-up actions, and documentation of care preferences need to be clearly
communicated to the many disciplines involved in patient care such as, clinicians, nurses, social
workers, and case-coordinators.
Not all health care professionals are comfortable discussing GOC or EOLC preferences,
which may create barriers to communication. Just as specific persons are trained to consult
family members about organ donation at EOL, designated health care professionals with training
in EOLC and GOC conversations may be most effective in assessing care preferences among
persons with ACI. Regardless of who addresses care preferences and GOC, the approach to
asking questions is sensitive and should follow best practices. Should AA/Black health care
professionals interview AA/Black patients and family members about GOC? Although some
Blacks may be more comfortable discussing GOC with persons of similar backgrounds, such
conversations may not be practical. Cultural norms vary even within the same race. Attitudes,
beliefs, fears, and motivations of individuals concerning ACP should be respected. If
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opportunities present, it may be more effective for persons of the same culture and background to
discuss goals of care and ACP.
Another recommendation is to use the media to address EOLC preferences. As
previously noted, some participants expressed that viewing a movie with EOL implications
opened an informal but significant dialogue about care preferences. Informal discussions are less
anxiety-provoking than formal or focused discussions.
Lastly, given that many participants expressed the desire to promote socialization of their
older relatives, one recommendation is to start senior activities sooner and together. That means,
programs are needed that engage both care recipients and family caregivers initially in social
activities. Expecting older adults to interact and feel comfortable in senior centers and adult day
care programs may be challenging when introduced to a care recipient alone. Developing
relationships at older ages, while health is also fading, may be stressful for care recipients.
However, if caregivers and care recipients are introduced to activities together, when it is time to
depart, the older adult may have a level of comfort interacting with others. Obviously, this
proposed intervention needs to be more thoroughly explored, but the need for increasing
socialization among older adults, as well as the need for caregivers to have a sense of autonomy
without worry, was expressed by several participants and should be addressed.
Chapter Summary
Chapter six elaborated on conclusions and situated the current study within relevant
literature that addressed the essential themes and research questions. Limitations of the study
and implications for nursing practice, education, research, and policy development were
described. The chapter concluded with reflections of the researcher’s experience and
recommendations for future studies and interventions.
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Conclusion of the Study
What is the meaning of the lived experience of decision-making among family caregivers
of Black older adults with ACI? The answer is multifaceted, but the essences emanate from
“Living out commitments with intentions of making or helping to make meaningful decisions
that value the person, reflect past experiences, and anticipate the future.”
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Appendix A
Interview Questions
1. Can you tell me a little about your experiences as a family caregiver?
2. Can you tell me about decisions you make with or for your family member?
a. Can you tell me about a decision you made with or for your family member?
b. What is it really like as a family caregiver to make decisions with or for your
family member?”
3. Can you tell me about your experience making health care decision with or for your
relative?
a. Can you tell me about any health care decision or decisions you made with or for
your family member?
b. What is it like to make health care decisions with or for your family member?
c. Can you tell me what influenced or would influence your decision(s)?

4. Your family member has had_________ ____________(condition/diagnosis) for a long
time, can you tell me if you have discussed goals of care with your relative?
a. Can you tell me about your experience discussing goals of care with your family
member or anyone else?
b. Can you tell me what influenced the discussion of goals of care?
c. Can you tell me how you feel about discussing goals of care with your family?

5. Can you tell me if you have discussed “palliative care” with anyone? If so,
a. Can you tell me about your understanding of palliative care?
b. Can you tell me about your experience discussing palliative care?
If not, provide an explanation of palliative care with follow up question:
c. “Considering the information provided, what do you think palliative care would
mean to you?”
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Appendix B
THE CITY UNIVERSITY OF NEW YORK
Hunter-Bellevue School of Nursing
CONSENT TO PARTICIPATE IN A RESEARCH STUDY
Title of Research Study:

Exploring Family Caregivers’ Lived Experience of DecisionMaking with or for Older Blacks with Advanced Chronic Illnesses

Principal Investigator:

Theresa L. Lundy, MS, RN
Nursing PhD candidate

Faculty Advisor:

Elizabeth Capezuti, PhD, RN
Associate Dean for Research, & Director, Center for Nursing

Research Sponsor:

CUNY Graduate Center

You are being asked to participate in a research study because you are an adult family caregiver
of an older African American/Black adult with one or more advanced chronic illnesses, such as
heart disease, chronic pulmonary disease etc.
Purpose:
The purpose of this research study is to explore family caregivers’ experiences of making health
care decisions for or with your family member. The aim is also to describe influences on health
care decision-making among family caregivers of older Blacks with advanced chronic illnesses
and to explore the discussion of goals of care among family caregivers.
Procedures:
If you volunteer to participate in this research study, we will ask you to do the following:
Interview at agency or a convenient location where a private interview can take place. The
interview should take approximately 60-90 minutes. Types of questions to be asked are: 1)
describe your experience making decisions for or with your family member and 2) describe an
example of a health care decision you made with or for your family.
Audio Recording:
The interview will be audio recorded to ensure accuracy of the information and our findings.
The tape recordings will be transcribed into written format at a later time for review by the
research team. There will be no identifying information on the recordings. If you do not consent
to audio recording, you can still participate but the information would be written and
documented based on the researcher’s recollection (memory).
Time Commitment:
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Your participation in this research study is expected to last for a total of one 60-90 minutes
interview.
Potential Risks or Discomforts:
There are no anticipated risks to your participation in this study. If you become distressed
discussing any of the topics, support will be provided and you may be referred to a community
agency for support if necessary.

Potential Benefits:
You will not directly benefit from your participation in this research study. Participation in this
study may increase understanding of family caregivers’ influences on health care decision-making
among older African Americans/Blacks.
Compensation for Participation:
Once the interview is complete, a one-time gift card will be offered to compensate for your time
and participation. Participants who withdraw from the study before the interview is completed
will not be eligible for a gift card.
Confidentiality:
We will make our best efforts to maintain confidentiality of any information that is collected during
this research study, and that can identify you. We will disclose this information only with your
permission or as required by law.
We will protect your confidentiality by not using your name during tape recordings. Participants
will be identified by codes that will be kept separate from the data. All information will be stored
securely in a locked cabinet in the primary investigator’s office at Lehman College and on a
password protected computer. Only the researcher will have access to the audio recordings. Once
the recorded interviews are transcribed and reviewed for accuracy, the tape recordings will be
destroyed. The research team, consisting of five members, may review the coded transcripts.
Publications and/or presentations that result from this study will not identify you by name. Data
will be retained for three years, as required by the IRB, then will be destroyed.
Participants’ Rights:
•

Your participation in this research study is entirely voluntary. If you decide not to
participate, there will be no penalty to you.

•

You can decide to withdraw your consent and stop participating in the research at any time,
without any penalty.

Questions, Comments or Concerns:

172
If you have any questions, comments or concerns about the research, you can talk to one of the
following researchers: Theresa Lundy, MS, RN at (917) 569-6377 or email:
tlundy@gradcenter.cuny.edu or Elizabeth Capezuti, PhD, RN at (212) 396-7155 or email:
ec773@hunter.cuny.edu .

If you have questions about your rights as a research participant, or if you have comments or
concerns that you would like to discuss with someone other than the researchers, please call the
CUNY Research Compliance Administrator at (646)-664-8918 or email HRPP@cuny.edu.
Alternately, you can write to:
CUNY Office of the Vice Chancellor for Research
Attn: Research Compliance Administrator
205 East 42nd Street
New York, NY 10017

Signature of Participant:
_________ I agree to be audiotaped
_________ I do NOT agree to be audiotaped
If you agree to participate in this research study, please sign and date below. You will be given a
copy of this consent form to keep.

______________________________________________________

Printed Name of Participant
_______________________________________________________

Signature of Participant

________________

Date

Signature of Individual Obtaining Consent:
_______________________________________________________

Printed Name of Individual Obtaining Consent
__________________________________________________ ____
Signature of Individual Obtaining Consent

__________________
Date
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Appendix C

Participant Demographics

Participant Gender Age
range
1
(Alma)
2
(Nicole)
3
(Nia)
4
(Zara)

F

55 – 64

Relationship
to care
recipient
daughter

F

35 – 44

Grand-niece

F

35 – 44

Mother

Only child

F/T - phlebotomist

F

45 – 54

daughter

F/T- English teacher;
life coach

5
(Nicole)
6
(Tee)
7
(Lena)
8
(Rose)
9
(Sandy)

F

55 – 64

daughter

F

55 – 64

Daughter

F

45 – 44

Daughter

Only
daughter
Youngest
Youngest
daughter
Middle
child
Middle
child

F

55 – 64

Grand-niece

F

55 – 64

Daughter

10
(Dee)
11
(Caren)

F

35 – 44

Daughter

F

55 – 64

Daughter

F/T = full-time; P/T = part-time; RN = registered nurse

Family
Position

Employment

Only
daughter

RN –P/T
Attorney -F/T

F/T
RN-F/T
RN-F/T
RN- F/T

Youngest
child
(only
living
daughter)
Eldest
Daughter
Eldest &
only
daughter

RN – F/T

RN – F/T
RN – P/T

174
Appendix D
Analytic Memos
Fundamental Meanings

Preliminary Themes

Selected Critical phrases

Mutuality/shared togetherness;

Committed/Embodied
Relationship

“I trust my daughter with my
life”-p1

Decisions are made
within committed
relations that are valued
(Lived relation; lived
body; lived time)

“All my grandparents are
gone, so she’s kind of fills that
role.” (P2) valued relationship/
family connections

feeling responsible
trust,
respect,
empathetic decisionmaking/knowing the person

.
Suffering with other (embodiment)
Intuitive knowing is
perceived within
embedded, lived
relationships

“You’re taking care of them
now where they were taking
care of you.” (P3)
mutuality/reciprocity
“she doesn’t always agree with
the health care decisions that is
made (little shakiness in voice)
because she feels that she
should be able to make her
own health care decisions.”
(empathy/ambivalence) P5
“Anything that’s going to
affect her, goes through me.”
(embodiment; personal
responsibility) P6
"I really admire my mother.
There's a strength within her
that is frustrating, but also, I'm
grateful that I have that in me,
as part of my DNA. I hope that
I have that strength."
(embodiment/mutuality) P7
“It’s understood”
(intuitive knowing; perception)

Love
Trust
Respect
Quality of life
Hope
Fear of Loss
Values & Beliefs
Caring

Intentions & motivations
drive decisions
(lived relation; lived
body, lived space; lived
time).

“Everything that I do is for the
good of her care. Making sure
she’s comfortable, making
sure she has what she needs”
(quality of life, love) P6
“I look at her age, and I look at
how it would significantly
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impact her life and how it
would impact my life as well.”
(quality of life) P9
“I try to at least say “mom this
is going to be the best thing for
you”. “I’m here if you have
any problems”
(respect, caring) P11
“Sometimes you see her and
she tells you things like “I’m
tired” and “breathing is a
struggle for me with the
asthma”. I’m like I hear you
but I don’t want her to get
tired where she gives up.” (P3)
(fear of loss; hope; love)
“peace of mind, to make her
happy and also to give all of us
peace that she’s being care of.”
(quality of life; love) P5
Making decisions guided by
situations and context
Decisional Dynamics
• Decisional control
• Process (acting in emergent
& non-emergent situations,
getting buy-in; situated
freedom)
•

•

Revealing & Concealing
(hidden or transparent
communication)
Decisional outcomes

Making meaningful
decisions situated in
context.

Decision-making means
taking or relinquishing
control (dynamic, fixed)

“she’s pretty stubborn in a
way, so even if we try to help
her with certain decisions,
she’s like. “This is what I
decided and that’s what I’m
going to do”. (independence;
knowing the person) P5
“I was very adamant when it
came to her having that
surgery, they were talking
about (hip) surgery. After she
fell, I didn’t like the idea of a
92-year-old woman
undergoing surgery." (control
of decisions) P2
“If she’s not feeling well, she
won’t tell you. I have to come
and look at her and say you
blood pressures high, this is
not right. . .’ (revealing &
concealing)
“I have to force her and say
no, no we’re going, and take
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her to the hospital”.
(situational control)
“Mom were gonna get a
pacemaker.” “Your heart rate
is 38, you can’t stay like this,
so we did the pacemaker.”
(Decisional control – urgent
situations)
Learning from past experiences
Questioning assumptions
Taking action to avoid unpleasant
past experiences
Transforming perceptions
Anticipating future decisions for
self, siblings or children

Reflecting on the past,
anticipating the future.

“It’s better to know (EOL
planning),
“People from my
grandmother’s and my
grandfather’s generation, they
didn’t want to talk about “their
time”. Certain things you
don’t ask them.” (learning
from the past; revealing &
concealing) (P3)
“That’s what I think she would
want but I don’t know”. “So,
now I’m starting to think about
it. . . given her age too.
(questioning assumptions) P2

